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THE UNIVERSITY OF SAN FRANCISCO
Dissertation Abstract

Living Positively: Narratives of Forgiveness and Imagination
Among Women with HIV

Since the inception of HIV/AIDS in the early 1980s, relatively few women were
diagnosed with this disease (Corea 1992: 1-18). As a result, in the United States much of the
research, models of care, and prevention programs addressed this epidemic as it related to
men, making HIV among women a virtually invisible epidemic. The face of HIV/AIDS
however has changed. According to a 2008 report published by the Center for Disease
Control, women now account for than 25% of all new HIV and AIDS diagnosis in the United
States and continue to constitute one of the fastest growing groups being infected with HIV
(Center for Disease Control 2008). It has now becomin incumbant to understand HIV/AIDS
among women.
This research study explores the challenges, successes and lives of selected HIVpositive women. Through the medium of language, these women have shared their stories
and illustrated the unique obstacles, prejudices and accomplishments they have faced.
Through conversations with these women, they have shared how the process of reremembering their past through the lens of forgiveness has helped them create an identity of
hope and a newly imagined future.
The methodology in this research study follows the participatory inquiry using critical
hermeneutics (Herda 1999). It includes data that are collected through conversations with
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research partners, transcribing and analyzing those conversations while relating them to the
research categories: forgiveness, mimesis and imagination.
The findings from this research hopefully provides a contribution towards a
understanding the struggles facing HIV-positive women so that models of care and public
policies may be more encompassing and educators may have a greater understanding of what
the issues and struggles are facing many of these women. A practical significance would
relate to using the analysis to design appropriate adult learning programs for these women.
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Blood,	
  you	
  are	
  really	
  tripped	
  out.	
  
I’m so sorry I was naïve in thinking nothing would happen to you.
You were doing your best. I just didn’t have the teamwork to help you.
But you still work, you’re just handicapped.
You are broken now, but you can be fixed.
I can help you. I have the equipment to mend you now.
We have the number one doctor, Doctor Eddy. We’re
take medication now. Our family and friends support us.
This will better us, and make us stronger. Together with
our brain, our heart, and our soul we’ll be well again.
Blood, look how you’re flowing now. Your color is back.
Our T-cells are up and our viral load is down!
Oh my God, you’re doing it- WE’RE doing it. Hell, we
DID IT!
Girl, we are FABULOUS!!!
A poem written by “Tay,” conversation partner 2009.
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CHAPTER ONE: STATEMENT OF THE ISSUE
CREATING AN ENVIRONMENT FOR GROWTH
Introduction
The global HIV/AIDS epidemic is an unprecedented crisis that requires an
unprecedented response. In particular it requires solidarity -- between the healthy and the
sick, between rich and poor, and above all, between richer and poorer nations. We have 30
million orphans already. How many more do we have to get, to wake up?
Kofi Annan, United Nations Secretary General, 2008
On May 4, 2009 the United States Department of Health and Human Services,
published a report stating that, “one in four Americans living with HIV [human
immunodeficiency virus] are women, and African American women are the most affected. In
addition, HIV/AIDS is the leading cause of death for African American women aged 25 to
34” (U.S Department of Health & Human Services 2008).
With the number of reported cases among women growing at an astronomical rate, it
becomes important to develop a profile of care that increases our understanding of the unique
sociological and cultural factors that affect women living with HIV. Furthermore, profiles of
care should promote understanding and compassion for the experiences and lives of the
other.
This research study explores the challenges, successes and lives of selected women
who have HIV and live in the San Francisco Bay Area. I provide the reader with a narrative
that illustrates the challenges and prejudices facing many of these women. In addition, I
hope to show that through honoring and remembering their past and present cultural and
social experiences, these women have created an identity of hope and a newly imagined
future; I am optimistic that their example will provide hope to others.
As a medical case manager who has worked with HIV-positive women, I have always
been interested in what the major barriers are that keep HIV-positive women from receiving
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and maintaining medical care, what role social support has played in helping foster hope and
what role stigma has played in the lives of these women. My intention is that this research
has begun to answer some of these questions, as well as provide the reader with a better
understanding of what lesson HIV-positive women have offered young people about ways to
protect themselves against HIV. These issues are explored using participatory research
methods grounded in critical hermeneutics. Through the process of conversation with HIVpositive women, I hope to challenge existing assumptions, values and prejudices about what
it means to be a woman living with HIV and to encourage programs and public policies to
reflect the voices and needs of these women.
As individuals, we have our own history, traditions and prejudices that are intimately
connected to who we are. These cultural images and lenses allow us to know ourselves and
interpret the way in which we see others. However, it is through the process of dialogue and
language with the other that one has the opportunity to imagine a new way, to experience
one’s self as well as others. Language, dialogue and the development of new understanding
can help challenge our own existing assumptions and values. Such understandings can also
provide an opportunity to think differently about changes in our communities. As members
of a socially responsible society, we must continually challenge ourselves to rethink the way
we see and act towards others. If societies are oriented towards understanding the struggles
and challenges facing HIV-positive women, models of care and public policies can begin to
acknowledge these struggles.
Background of the Issue
On December 1, 2006 (World’s AIDS day), then United Nations secretary Kofi Annan
declared that”HIV/AIDS has become the world’s leading cause of death among women and
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men aged 15 to 59. It has inflicted the single greatest reversal in the history of human
development. In other words, it has become the greatest challenge of our generation” (United
Nations 2006). One year later, an estimated 9,801 women were living with HIV/AIDS in the
United States alone, with African Americans representing 6,391 of that total (Center for
Disease Control 2007).
The history of HIV and AIDS can unfortunately be read as a text that associates the
virus with the identity of a person (i.e. gay white men, sex-workers), rather than the result of
certain behaviors (i.e. sharing contaminated needles, unprotected sexual intercourse) (Corea
1992: 1-18). This way of thinking encourages stereotypes and does not promote an
understanding of the interconnectedness of human beings. Since the inception of the disease
in the early 1980s, society has often looked at HIV as something that affects someone else
rather than something that has the potential to affect each of us (Corea 1992: 1-18). The
problem with this viewpoint is that it alienates those infected from others; though some have
not engaged in the behaviors that carry a risk of infection and indeed may subsequently carry
a slim chance of contracting the disease, the very fact that we exist together carries both an
obligation and a hope to honor that connectedness.
Since its appearance in the late 20th century, HIV and AIDS have been diagnosed in
relatively few women (Corea 1992: 1-18). As a result, in the United States models of care,
public service announcements, billboards, funding and local communities address this
epidemic as it relates to men, making HIV among women a virtually invisible epidemic. It
has been estimated that there are more than one million cases of AIDS that have been
reported in the United States, with women as of 1997, representing the fastest-growing risk
group for acquiring HIV (Goldstein 1997: 25). There are already 50,000 AIDS related cases
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reported among women, making it the fifth leading cause of death among all women aged
35-44 (Center for Disease Control 2007). It is therefore essential to recognize that the face of
HIV has changed. It is increasingly female, making an orientation towards understanding
this epidemic as it relates to women critical.
A preliminary analysis of research suggests that women with HIV report worse
physical functioning than men who are at similar stages in the disease, (Shapiro et al. 1999:
2305-2315) are underinsured, and are more likely to use emergency department services for
outpatient care (Distabile 1999: 435-447). HIV-positive women often have other competing
needs that prevent them from accessing health care agencies, including needing money for
food, transportation, clothing, child-care and housing. Additionally, compared to HIVpositive men, HIV-positive women self report higher rates of depression (Weissman 1992:
53-80). Several HIV-positive women (66%) report violence during their lifetime, childhood
sexual abuse (Vlahov 1998: 53-60), inadequate family support, and higher rates of stigma
associated with their disease (Distabile 1999: 435-447). Over the past decade, scientific
knowledge on HIV infection in women has increased; however, this knowledge needs to
occur in conjunction with addressing the sociological and cultural context that is often unique
to women (Cunningham 1999: 1270-1281).
The purpose of my research was to investigate the challenges, successes and lives of
HIV-positive women through the use of language and conversations. As long as we view
challenges and struggles as a problem belonging not to ourselves but to the other, we remain
closed to understanding ourselves in relation to others and seeing how interconnected we all
are. By seeing our interconnectedness, we open the door to eliminating the stigma associated
with HIV. Removing stigma can promote less isolation of those infected with this virus and
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can increase the visibility of this epidemic among women. My hope as a case manager
working in an HIV and AIDS program is that when more women come forward and talk
about how this virus has affected their lives and how they have learned to live beyond HIV,
their voices and stories will give strength to others who are living with the secret of HIV. I
believe that these voices and stories will bring us to a more authentic and realistic picture of
the greater social context of HIV in the San Francisco Bay Area.
Significance of the Issue
Today women account for more than 25% of all new HIV and AIDS diagnosis in the
United States and continue to constitute one of the fastest growing groups being infected with
HIV (Center for Disease Control 2008). In 2008 the Center for Disease Control published a
report in Morbidity and Mortality Weekly stating that, an estimated 280,000 women are
living with HIV/AIDS in the United States, with women of color accounting for more than
65% of all reported cases. These statistics make it imperative to better understand what the
unique factors are that face HIV-positive women (Center for Disease Control 2008).
As the number of HIV and AIDS diagnosis in women continues to increase, women
are also facing many unique challenges that prevent them from receiving adequate care,
including receiving and maintaining medical care and dealing with the stigma and
psychological distress that is often associated with having HIV. Despite the barriers that
many HIV-positive women face, there are many that have found a way to move forward in
their lives in a hopeful and positive way. Through forgiveness and imagination, many of
these women have fostered a hopeful message about what it means to be an HIV-positive
woman and how to live beyond their diagnosis. Many of the women that I have talked with
at the medical clinic have often shared how empowering it is for them to share their message
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and their story with others. For example, during the last moments of my pilot conversation
with Ublanca, she asked me to “please write this well.” When I had asked her what she
meant by that, she responded by saying, “I just want others to know what it is like. I just
want you to write with your heart so they will understand our story and care.” Through the
process of transcribing and analyzing my conversation with Ublanca, she had a hopeful
image that those who heard her story would understand her struggle and there is a life beyond
HIV. The significance of this research is that it gives women like Ublanca an opportunity to
share, have their voices heard and no longer be the invisible face of this epidemic. In
addition, for many HIV- positive women disclosing their status is a difficult process with
unknown consequences.
As a case manager who works with HIV- positive women, healing for positive
women can take place when they tell their stories and are seen and heard by someone who
listens in a sincere fashion. This research may provide an invitation for researchers and
public policy makers to continue providing opportunities for HIV- positive women to share
their stories in a healing and ethically responsible way. In addition, future policies and
research may move towards removing the barriers that keep HIV- positive women from
consistent medical care, enable them to move beyond their HIV status, and ultimately help
them develop new ways of thinking about their place in the world. In addition, I will give the
reader an opportunity to connect to the stories of HIV-positive women in a meaningful way
and to view the challenges and struggles they face as a problem belonging to all of us.
Summary
It is difficult to imagine ourselves separate from our history, background and culture.
These things are so engrained in who we are as human beings that we often take them for
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granted. Our tradition and history provide the foundation for how we understand the events
in our lives.
According to the Joint United Nations Programme on HIV/AIDS, women represent
the fastest growing risk group for HIV/AIDS infection, demonstrating that the face of
HIV/AIDS has changed. Therefore, it becomes essential to develop public policies that are
oriented towards understanding this pandemic as it relates to women.
Chapter One of my dissertation describes the need for designing a new profile of care
that addresses the unique challenges that HIV- positive women face. In addition, I have
provided a general overview of the research and its significance for study.
Chapter Two lays out the foundation for understanding the social and cultural
experiences of HIV- positive women. In addition, it provides the historical background of
HIV globally and within the United States.
Chapter Three provides a literary review on how early anthropological research and
current interpretive research have described the way societies have looked at those they
viewed as being different. This chapter also includes a review of the social and medical
consideration for many HIV- positive women, the unique challenges facing HIV- positive
African-American women and finally the role social stigma has played in preventing many of
these women from moving beyond HIV.
Chapter Four describes the theoretical framework for my research, a summary of the
three research categories I chose, my research protocol including how I collected and
analyzed my data, my research site, my research conversation participants, and the research
questions. In addition, I have also introduced my pilot study, its implications and finally my
own background and what led me to choosing my research topic.
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Chapter Five provides the data presentation and critical hermeneutic analysis of the
research conversations as it relates to my three research categories. This chapter also
includes the voice of my conversations participants and their stories.
Finally, Chapter Six includes a summary of my research findings and its major
implications. I have also included suggestions on how my research might influence further
research and helping to design programs and public policies that work with HIV- positive
women. Chapter Six concludes with my own personal reflections on the research process.
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CHAPTER TWO: BACKGROUND OF HIV
PREPARING THE SOIL
Introduction
I mean we all know that we are going to die from something, what that something
is we don’t know. But when you have something within you that you know can
kill you, it’s different. You are always thinking about it.
Dani, conversation partner, 2009.
In order to understand the challenges that face HIV-positive women, one must first
have a foundation for understanding the history of HIV globally; within the United States and
then specifically what the unique challenges are that face HIV-positive women.
The history of any community, country and nation is continuous, it is not duplicated
in every event of understanding, but rather is applied to a present situation and defines the
context in which we understand the past (Gadamer 1977). If we look at HIV as a historical
event, the way it is understood by the United States of America is based upon the history and
tradition of this country. This single event would be understood differently in Uganda or
Thailand for example. Each community, country and nation understands events based upon
its continuous history and tradition and responds to those events (i.e. prevention methods,
education, access to medicine, public policies) accordingly.
A Global Look at HIV
According to the latest HIV and AIDS fact sheet provided by the Joint United Nations
Programme on HIV/AIDS (UNAIDS), the number of people living with HIV and AIDS
globally rose from 29.5 million in 2001 to 33.2 million in 2007 (UNAIDS 2008 Report on
the Global AIDS Epidemic 2008: 5).
However, compared to 2006 where there was an estimated 39.5 million people living
with HIV, 2007 represented a 16% reduction of all reported HIV cases (see Figure 1 below).
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Figure 1 – Global Look at HIV
(UNAIDS Report on the Global AIDS Epidemic 2008)
According to UNAIDS, there is evidence that these declines are due to a reduction in
risky behavior (i.e. using a condom; not sharing intravenous needles) in six countries:
Angola, India, Kenya, Mozambique, Nigeria and Zimbabwe, illustrating that education is an
important component in the prevention of HIV disease (UNAIDS Report on the Global
AIDS Epidemic 2008).
The global prevalence rate among persons 15-49 years of age is 0.8%. Worldwide,
women represent half of all persons living with HIV and AIDS (UNAIDS Report on the
Global AIDS Epidemic 2008). It is estimated that there are 5.3 million new HIV cases every
year among men and women, and 15,000 new cases per day. Regionally, the southern part of
Africa has the highest number of reported cases of HIV (approximately 25.3 million) and
accounts for 67% of all reported HIV cases worldwide and 72% of all AIDS related deaths
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(UNAIDS Report on the Global AIDS Epidemic 2008). The countries with the highest
estimated prevalence of HIV infection are Swaziland (26.1%) followed by Botswana
(23.9%), Lesotho (23.2) and Uganda (5.4%). The region that follows Africa with the second
highest reported cases of HIV is South Asia and South East Asia (4.0 million combined in
both regions), with India at 0.36% and Thailand at 1.4%. Latin America has an estimated 1.6
million people living with HIV, with Guyana (2.5%) and Suriname (2.4%) representing the
highest proportions of infected patients in that region. Eastern Europe and Central Asia (1.6
million) represent the third highest region of HIV infection worldwide, with high HIV rates
in the Ukraine at 1.6% and Latvia at 0.8%. North America (1.3 million) represents the fourth
highest rate of HIV worldwide, with the United States at 0.6%. East Asia (800,000 thousand)
represents the fifth highest prevalence rate with China and Mongolia (0.1%) tied for the
highest percentage. Western and Central Europe (760,000 thousand) represents the sixth
highest rate followed by the Middle East and North Africa (380,000 thousand), the Caribbean
(230,000) and Oceania (75,000 thousand) (UNAIDS Report on the Global AIDS Epidemic
2008).
Globally, HIV and AIDS are more prevalent in low to middle income countries,
where poverty, lack of education, political instability are prevalent and where the rights of
the individual are less likely to be valued (Agosin 2001: 127). All of these issues make
access to medical care and antiretroviral treatment challenging. Given this, UNAIDS in its
Declaration of Commitment of the Millennium Development Goal has aspired to reverse the
HIV epidemic by providing universal access to HIV prevention, treatment and care by the
year 2015 (UNAIDS Report on the Global AIDS Epidemic 2008).
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As part of this commitment to reverse the HIV epidemic, the UNAIDS published
estimates in 2007 on the number of people who are receiving antiretroviral medicine in low
and middle-income countries. Those countries are from regions that include North Africa
and the Middle East, which represent the highest rate of receiving care (3.0 million); Eastern
Europe and Central Asia; East, South and South-East Asia; Latin American, the Caribbean
and finally Southern Africa (UNAIDS Report on the Global AIDS Epidemic 2008).
The Global Future of HIV, A Global Response to HIV
AIDS needs to be on the agenda in every country,
and throughout the world.
Dr. Peter Piot, former executive director of UNAIDS, 2008
In an interview with the former executive director of the United Nations Program on
AIDS, Dr. Peter Piot was asked what his global vision was for HIV. He stated, that in 2008,
he remembers walking through the airport in Virginia and seeing a poster for the sports
company ADIDAS. The poster said, “Impossible is Nothing.” The future of AIDS, he
further stated, is remembering that nothing is impossible and that is the first step to imagine a
future without AIDS (Piot 2008: 37). When we as a globalized society can collectively agree
to respond to the AIDS crises, we can begin taking steps forward. AIDS permeates through
every social class, society, country and gender. If we are to address the issue, we need to
have realistic goals that are inclusive. During one of his final speeches as executive director
of UNAIDS, Dr. Piot gives what he calls the five features that future AIDS work needs to
include (Piot 2008: 20).
First, he stresses the importance of having a multidisciplinary approach to addressing
AIDS, and forming new alliances and continuing networking with our communities (Piot
2008: 20-30). He states that multidisciplinary approaches include bringing together
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individuals from all the different sectors (Piot 2008: 20-30). Recognizing that each member
of society has differences and these differences once recognized through discourse and
conversation can strengthen the work that we do (Piot 2008: 20-30). When we include
members from the different sectors of society, AIDS becomes personal- we each have a stake
in realizing that nothing is impossible (Piot 2008: 20-30).
The second feature Dr. Piot addresses is inclusiveness and having realistic goals. He
believes that we cannot respond to AIDS without remembering the people who are living
with it. No business, he states, “would launch a new product without talking to its potential
customers” (Piot 2008: 24). He states that many new policies often forget to include those
individuals who are directly affected by the issue at hand, because it is seen as being too
expensive or a waste of time. In addition, countries need to have realistic goals about
effective ways of addressing HIV (Piot 2008: 24-30). For example, many countries
throughout the world have held a policy of abstinence. These policies reflect ideas that
individuals will abstain from sexual intercourse outside of marriage, abstain from
homosexual acts and abstain from intravenous drug use (Piot 2008: 24-30). The reality is we
cannot expect people to follow these ideas; instead, we need to follow a policy of harm
reduction (Piot 2008: 24-30). Harm reduction is the philosophy that works towards reducing
the negative consequences associated with sexual intercourse and drug use (Piot 2008: 2430). Harm reductions models for example, would encourage individuals to use a condom
while engaging in sexual intercourse or only using clean needles, as opposed to promoting
only abstinence from sex or drug use.
The third feature is a combination of his first two features. We need to have a
globalized response to AIDS by working directly with sexual and reproductive health
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organizations, Tuberculosis programs, and food banks. He states that we cannot forget for a
moment that most of the countries that still need treatment have members who are living on
less than one dollar a day. Our actions and goals need to focus on reaching more people
(Piot 2008: 28-30).
The fourth feature is to continue to keep HIV/AIDS on the agenda and have a longterm view. Addressing issues related to AIDS and gender, increasing the funding for
prevention programs, eliminating emergency room visits, and continuing to develop practical
interventions for middle to low-income countries (Piot 2008: 28-30).
Dr. Piot’s final feature includes more research and more funding so that we can
continue to sustain lives. In an article he published for the American Journal of Public
Health, he states that good politics can save lives; bad politics can kill people (Piot
2007:1934-1936). He defines good politics as discussing issues that are difficult (e.g. using
condoms, sexual violence) and bad politics are denying that things are going on (Piot 2007:
1934-1936).
HIV is a global epidemic that needs a global response; however the efforts described
in the UNAIDS plan require education and prevention programs to address these health
issues that simultaneously giving careful consideration to the unique historical and traditional
elements of each country. Because this project addresses HIV-positive women who live in
the San Francisco Bay Area, it is important to understand the history of HIV in the United
States in order to begin to understand how this epidemic affects women.
History of HIV in the United States
Globally, the first documented case of HIV occurred in the United States in the
summer of 1981, when medical doctors in California (specifically in San Francisco and Los
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Angeles) began seeing a surge of young men who had sex with other men affected with
Kaposi’s Sarcoma (KS), a terminal form of cancer that leaves red or black blotches on the
skin. Within the next several years, many of these young men began developing other
unusual conditions such as Pneumocystis pneumonia (PCP), thrush, and Cytomegalovirus
(CMV), a virus that leaves blotches on the eye (Chesney & Folkman 1994: 164). As a
reaction to what the medical communities were seeing, these illnesses were referred to as
GRID or Gay Related Immune Deficiency. This term added to the stigma associated with
homosexuality and created a misconception about what HIV was and how it was transmitted
(Cox 2002: 426). Within the next several years, the medical community began seeing GRID
in patients who received blood transfusions, who are intravenous drug users, and in women
and newborn babies. As a result, in 1982 the Centers for Disease Control and Prevention
changed the name GRID to AIDS (Acquired Immune Deficiency Syndrome) (Center for
Disease Control 2007). By the end of 2003 it was estimated that in the United States
between 1,039,000 and 1,195,000 people were living with HIV and AIDS and more than
250,000 likely existed who were unaware of their infection (Glynn 2003).

In February

2008, California alone had an estimated 174,900 cases of HIV (31,099 in Los Angeles and
18,776 in San Francisco) (Center for Disease Control 2007) and in other states the highest
rates of HIV infection were in New York (43,021), Florida (35,723) and Texas (25,003)
(AVERting HIV and AIDS 2006).
In 2007, men who had sex with men represented 16,749 of all HIV diagnosis,
followed by unprotected heterosexual intercourse (11,111) and injection drug users (6,010)
(Center for Disease Control 2009). In addition, 426,003 of AIDS cases in 2007 were in
African-Americans, followed by White, non Hispanics (404,465) and Hispanic (169,138)
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(Center for Disease Control 2009). Although men account for more than 74% of all HIV
cases, women are being infected with HIV at an increasing rate (about 26%).
HIV in Women
Worldwide, women represent 15.4 million (50%) of all adult HIV cases; however, in
regions such as Southern African, the Caribbean, Asia, Latin American, Eastern Europe and
Central Asia there are more reported cases of HIV infection in women than in men (see
Figure 2).

Figure 2 – Percentage of Adult Women with HIV Globally
(UNAIDS Report on the Global AIDS Epidemic 2008).
According to the Center for Disease Control, in 2004, in the United States, women
accounted for 27% of 44,615 newly reported HIV or AIDS cases in adults and adolescents,
with the highest growing rate in African-American and Hispanic women. Together AfricanAmerican and Hispanic women account for more than 79% of all HIV-positive cases in
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women, although they represented less than 25% of the United States population (Center for
Disease Control 2007). In a journal article that looked to estimate lifetime risk of HIV
diagnosis in 33 states, it was reported that “one in 30 black women will be diagnosed with
HIV during their lifetime” (Hall H. et al. 2008: 294-295). In addition, HIV infection is the
leading cause of death for African American women ages 25–34 years (Center for Disease
Control 2007). The rate of transmission is higher for women who have unprotected
heterosexual contact (70%) and in injection drug users (28%) (Center for Disease Control
2007). Several studies have shown that during unprotected heterosexual intercourse with an
HIV-infected partner, women have a greater risk of becoming infected with HIV than
uninfected men who have heterosexual intercourse with an infected woman (Center for
Disease Control 2007). Many of these studies also show that concurrent STI’s (sexually
transmitted infections) greatly increase a woman's risk factor for becoming infected with
HIV (Center for Disease Control 2007). An analysis of epidemiology indicates that the most
vulnerable populations to HIV infection are sexually active women, urban minorities and
injected drug users (Agosin 2001: 129).
Historically, women have been more vulnerable to HIV infection because of gender
inequalities and human rights violations that affect their socio-economic status, access to
prevention and medical care. Women also have higher rates of sexual violence and are
biologically more susceptible to HIV infection than men are (UNAIDS Report on the Global
AIDS Epidemic 2008). HIV-positive women have unique characteristics that public policies
and educational programs should incorporate. According to the UNAIDS, some of these
policies include increasing a women’s economic independence, access to education, and in
many countries recognizing a woman’s property and inheritance rights (UNAIDS Report on
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the Global AIDS Epidemic 2008). When women have limited access to participate in their
communities and societies, they may have difficulty affording HIV medication, have unequal
access to adequate education about ways to protect themselves from being infected with
other diseases and may feel too vulnerable to refuse unprotected sex from a partner for fear
of abuse and social or economic repercussions. In countries such as Botswana and
Swaziland, which have the highest rate of HIV infection worldwide, 80% of women reported
engaging in survival sex, which includes exchanging sex for money and basic living needs
(UNAIDS Report on the Global AIDS Epidemic 2008).
There are also unique gender-specific illnesses among HIV-positive women, making
treatment more complicated (Heckman 1998: 140). For example, many HIV-positive women
experience vaginal yeast infections that are common and easily treated in most women, but
are difficult to treat in HIV-positive women. Other vaginal infections also occur more
frequently among HIV-positive women, including bacterial vaginosis and STIs such as
Gonorrhea, Chlamydia, and Trichomoniasis. Cervical cancer, cervical dysplasia and pelvic
inflammatory disease occur more frequently in HIV-positive women (Heckman 1998: 140).
However, it was not until 1993, twelve years after the first reported case of HIV, that the
AIDS surveillance case definition included cervical cancer and cervical dysplasia as a
possible indicator for HIV infection. As a result, many women were not diagnosed early in
the life stage of the disease and consequently did not receive access to treatment that could
have extended and improved their life (Agosin 2001: 130). In addition to these factors,
gender inequality between men and women make it imperative to understand HIV in women.
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Gender Inequalities and HIV
All AIDS strategies should pass the test:
does this work for women?
Dr. Peter Piot, former executive director UNAIDS, 2005
According to a briefing paper published by the United Kingdom Consortium on AIDS
and International Development 2008: 1-12), in the southern region of Africa, 75% of HIV
positive individuals are women between the ages of 15-25, most of which were transmitted
HIV through sex with HIV- positive men. One of the major factors contributing to the rise of
HIV among young women, are global gender inequalities that exist between men and women
(United Kingdom Consortium on AIDS and International Development 2008: 1-12).
Inequalities include the economic dependency of women and girls on men and survival
strategies used by women and girls, such as intergenerational sex, sex work, and early
marriage in conditions of poverty (United Kingdom Consortium on AIDS and International
Development 2008: 1-12). In addition, migration for work, cultural gender traditions and
“contemporary attitudes that shape the sexual behaviors of men and women” all play a
significant role in the spread of HIV (United Kingdom Consortium on AIDS and
International Development 2008: 1-12).
Given the unique socio-economic factors that make HIV infection among women
unique, in 2004 the UNAIDS launched the Global Coalition on Women and AIDS. The
Global Coalition published a report in 2007 entitled, “Keeping the Promise: An Agenda for
Action on Women and AIDS” (Global Coalition on Women and AIDS 2007: 1-32). The
report stated that:
Nearly 25 years into the epidemic, gender inequality and the low status of women
remain two of the principal drivers of HIV. Yet current AIDS responses do not tackle
the social, cultural and economic factors that put women at risk of HIV, and that
unduly burden them with the epidemic’s consequences. Women and girls have less
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access to education and HIV information, tend not to enjoy equality in marriage and
sexual relations, and remain the primary caretakers of family and community
members suffering from AIDS-related illnesses.
In addition, the report included some statistics on gender inequalities and HIV, they
include:
•

In all but three countries with recent surveys, young women know significantly less
about HIV than do young men.

•

In 2005, only 9% of pregnant women in low- and middle-income countries were
offered services to prevent transmission of HIV to their newborns.

•

In Asia, Eastern Europe and Latin America, an increasing proportion of people living
with HIV are women and girls.

•

40–60% of women surveyed in Bangladesh, Ethiopia, Peru, Samoa, Thailand and
United Republic of Tanzania said they had been physically and/or sexually abused by
their partners.

•

Worldwide, of the 1.2 billion people living on less than one US dollar per day, 70%
are women.
Given these gender inequalities, the UNAIDS has recommended several key steps

that programs and public policies should take in order to meaningfully addressing HIV as it
relates to women. It has urged countries to take steps towards ensuring that their laws
continue to secure women’s rights. These laws include protecting women against violence,
upholding their right to own and inherit property, investing in strategies that educate the
police, the judiciary, social service providers and community leaders (Global Coalition on
Women and AIDS 2007: 1-32). In addition, countries should invest more money in AIDS
programmes that work with women, so that women have greater access to education, sexual
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and reproductive care, prevention of mother-to-child transmission and antiretroviral therapy
(Global Coalition on Women and AIDS 2007: 1-32). Finally, the UNAIDS recommends that
more seats are allocated at the table for women. This can include ensuring national AIDS
organizations have a meaningful representation of women, and investing more money in
training women to become advocates and leaders in the AIDS response (Global Coalition on
Women and AIDS 2007: 1-32).
Given the rate and mode of transmission of HIV among women, it continues to be
imperative that policies and programs are open towards an orientation of understanding
gender sensitivity and equality when addressing issues related to access to prevention,
treatment, care, and support (United Kingdom Consortium on AIDS and International
Development 2008: 1-12).
Summary
Chapter Two provides a summary of the background of HIV globally, in the United
States and as it relates to women. Women are mothers, wives, caregivers and laborers and
play an integral role in our communities and economy. When gender inequalities such as,
unequal access to health care and education continue to exist, the global consequences are
devastating. In 2008, Jonathan Mann, then director of the World Health Organization’s
Global Program on AIDS, stated that successful HIV prevention programs need to mobilize
political and governmental support so that those leaders recognize the threat of HIV to
women, address the social mores that perpetuate gender roles and expectations that are
harmful to the health of a woman, and continue to confront inequalities in wealth and
resources that isolate women to poverty (Agosin 2001: 132). Having described the
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background of HIV in Chapter Two, Chapter Three is the review of literature that was used
to inform this research.
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CHAPTER THREE: LITERATURE REVIEW
PLANTING THE SEED
Introduction
AIDS is a war against humanity. We need to break the silence, banish the stigma and
discrimination and ensure total inclusiveness within the struggle against AIDS. If we
discard the people living with HIV/AIDS, we can no longer call ourselves human.
(Nelson Mandela July 12, 2002)
In the late 1980’s, the graphic emblem “SILENCE = DEATH,” printed in white text
underneath a pink triangle on a black background, became a symbol for HIV activism (Crimp
1990: 14). It represented a call to action, namely to not allow culture, race, ethnicity and
gender to blind us from an epidemic that affects us all. Thirty years later, the message of this
symbol still rings true. As long as we believe that HIV is something that happens to someone
else, we blind ourselves from the many faces of HIV and we fail to take collective direct
action to address the HIV crises in our communities.
This section addresses several areas of literature, including understanding the other, a
summary of critical hermeneutics, social and medical considerations of HIV in women and
social stigma often associated with having HIV. The purpose of the Review of Literature is
to highlight the nature and importance of understanding the other by providing background
about the events and conditions that inform the experiences of my conversation partners.
Understanding the Other
When I hear people tell me I am inspiring in some way,
it reminds me that I am more than just HIV.
Dani, conversation partner, 2009
Throughout the course of history and specifically in the study of anthropology, there
has been a quest to understand the other. Many times the other has been seen as a group of
people, a culture, or a race that appears to be an anomaly because it does not value whatever
the current paradigm of a majority culture may be. It often becomes unusual to seek a
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relationship with the other and thus uncommon attributes are treated too often with distrust.
As such, the other often becomes marginalized along with certain actions and attributes that
are associated with them. This same way of thinking has often been the case with HIV.
When the epidemic first emerged, it was associated with white gay men. As the epidemic
grew, this paradigm expanded to include sex workers and intravenous drug users. Whatever
the classification, the paradigm attributed HIV to a certain type of person rather than
acknowledging the behaviors that were associated with HIV (i.e. unprotected sex,
exchanging of needles).
The generalization of certain attributes to a marginalized group has unfortunately
become a part of our collective history. In the early 1900’s, for example, racial bias was
rampant. Many early anthropologists working with groups from races different than their
own gathered information in a biased way and were quick to offer theories regarding the
nature of human beings based on their prejudicial analyses. During this era, anthropologist
Franz Boas began to introduce the idea of incorporating methodology into anthropology. His
work posits that it is only after the collection and examination of empirical evidence that we
can begin to formulate a theory about human beings, thus laying the groundwork for a more
productive paradigm with regard to HIV. He also stresses the importance of recognizing that
the theories that anthropologists develop are works in progress and it is essential for the
theorist to remain open to his or her biases (NNDB Tracking the Whole World 2008). Boas
holds that to understand a culture it is imperative to examine myriad aspects of that culture
such as religion, taboos, marriage customs, physical appearance, diet, how they gather food,
and more.
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Boas also offers important theory with regard to the ethical nature of anthropology. He
emphasizes that the “greatest advancements to scientific knowledge [are] worth very little if
[they do] not also work to better society, to improve the lot of [others]” (NNDB Tracking the
Whole World 2008). Clifford Geertz believes that one should look at human behavior as
symbolic action. In order to understand why individuals behave in a certain way, the
researcher must strive to interpret and understand how and why those behaviors were shaped
(Geertz 1977). Geertz goes on to state that culture happens within a context and represents
the symbolic meaning behind that behavior (Geertz 1977). Embracing Boas’ concept of
working to better societies and Geertz’ idea of understanding the meaning behind symbolic
behavior of a culture, the intent of my research is to invite the reader to join with the
researcher in seeking a new understanding and to challenge existing assumptions, values and
prejudices of what it means to be an HIV-positive woman. This search for new
understandings supports my intent to examine these issues using an interpretive approach.
Critical Hermeneutics
Our tradition and history are essential components that influence and determine
the way we understand. “[Tradition] is always something that is a part of us.”
(Bernstein 1983: 152).
We cannot escape our tradition and history; they are, according to Gadamer, an
integral and necessary component of understanding. It is difficult to imagine ourselves
separate from our history, background, culture and religion. These things are engrained in
who we are as human beings that we often take them for granted. We may find it difficult
to imagine another way of being, for what we know is based upon our own unique
experiences. Through the use of language and conversation with the other and the reading
of texts, we may at times catch a glimpse of what it must be like to think a different way,
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to imagine a different way of being. Gadamer states that through the process of reading a
text we enter into a kind of play between that which we have read and ourselves. Through
this process, the text has an effect upon us (Gadamer 1981).
Our tradition “speaks to us and makes us claim a truth,” it “enables us to go beyond
our own historical horizon through a fusion of horizon,” through the range of vision that
includes everything that can be seen from a particular vantage point. Based on its
“sedimentation,” tradition has the power to “constantly determine what we are in the
process of becoming.” (Gadamer 1977: 3). For Gadamer, there is a truth “that is revealed
in the process of experience and emerges in the dialogical encounter with tradition.” My
truth is different than that of another, it is something that is unique to each person and is
formulated and emerged through the process of dialogue. The idea of truth is an essential
part of understanding the role of tradition and history. Hermeneutics, Gadamer states,
“seeks that experience of truth that transcends the sphere and control of the scientific
method.”
The dimensions of understanding for each human being cannot simply be equated or
summed up using a scientific formula; they are instead best developed through the
interpretive approach. Gadamer states that truth is absolutely essential and is a necessary
part of philosophical hermeneutics (Gadamer 1977). Our truth is defined by our
community, rather than being derived solely on the methodologies we so often find in the
hard sciences.
The history of any community is continuous, it is not duplicated in every event of
understanding, but rather it is applied to a present situation and defines the context in
which we understand the past (Gadamer 1977). If we were to imagine that we just found
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out we had HIV, the way in which this experience is understood by us is based upon our
history and tradition. This experience would have been understood differently if we lived
in a community that stigmatized those who had HIV, if we had little knowledge of what it
meant to have HIV or if we did not have social support. Each individual’s understanding
of experiences is based upon his or her continuous history and tradition. Human
understanding cannot be taken as the outcome of a methodical approach; rather it is the
essential part of human existence. In other words, how do you quantify the experience of
how an individual understands what it means to have HIV? Can you sum up this
experience, this truth for that individual using a mathematical formula? Gadamer, would
argue that is cannot be done and would instead suggest that it is the task of philosophical
hermeneutics to “bring out this truth” (Gadamer 1977). Through this truth and the
dialogue between the person and the other, a fusion of horizon occurs. Therefore,
understanding as seen in this way is an application that can be applied to a historical
event.
Our tradition and the tradition of our community is the totality of all understandings
and experiences, which exist and are differentiated in all the things one does. Therefore,
when we look at the diversity that exists in social communities and cultures, we see the
self-manifestation of a whole (Gadamer 1977).
When we talk to the other about our own traditions, we are in essence sharing our
narrative or our story. Narratives, according to Paul Ricouer, attain their full meaning
when they become a “condition of a temporal existence.” Time is a part of each of our
lives and “that fact manifests itself in the narrative of a historian.” Ricoeur believes that
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our historical narrative is connected to our past and this narrative is “firmly tied within the
confines of the perspective of each individual historical agent” (Wood 1991: 20).
The spoken word and sharing stories can help others in our community imagine a
different way of being; they help communicate our worlds, our history and our future. The
broadening of understanding is the necessary consequence of language. Language is an
integral part of understanding our past and can give us hope for the future. When a woman is
first diagnosed with HIV, her understanding of what that means is connected to her past
experiences and the totality of her past and present influence the hope she has for her future.
As human beings, stories of the past, present and future are essential and indispensable
parts of understanding. It is ultimately through cultural images that individuals come to
understand themselves and draw meaning from experiences. However, it is also through the
process of language and conversation with the other that the opportunity arises to imagine a
new way, to experience all that can be. Language, conversation and the development of new
understandings can help challenge existing assumptions and values. They allow new ways of
thinking about the world to develop and can provide a foundation towards understanding the
social and medical challenges facing many HIV-positive women.
Social and Medical Considerations of HIV in Women
In the summer of 1981, HIV infection and AIDS were diagnosed for relatively few
women. Today however, women account for more than 25% of all new HIV and AIDS
diagnoses. During the first two years of the epidemic, nearly 75% of the cases of AIDS
occurred in white homosexual and bisexual men (Rosenberg 1995: 1372-1375). As the
epidemic continued to increase in the United States, women began to constitute one of the
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fastest growing groups infected with HIV, making it imperative to understand the unique
factors faced by HIV-positive women.
A review of the available literature on HIV or AIDS among women reveals a number
of cultural and social issues that need further study. While most research on HIV/AIDS has
emphasized behavioral factors, the purpose of my research is to use language as the medium
for understanding women with HIV/AIDS. I hope to provide data currently missing from
studies that use a clinical and medical approach, help illustrate the major barriers that keep
HIV-positive women from receiving and maintaining medical care, and address the stigma
and psychological distress that is often associated with having HIV.
Maintaining and receiving appropriate medical care is essential to the overall
management of HIV (Hader 2001: 1190). Several studies have shown that while regular
health care services are improving, compared to HIV-positive men, HIV-positive women are
more likely to use the services in the emergency room than see a regular medical provider for
outpatient care (Hader 2001: 1190); (Shapiro 1999: 2305-2315). HIV-positive women also
report several barriers to utilizing health care services including difficulty remembering
appointments, lack of insurance, not having enough money, lack of transportation and lack of
child care (Hader 2001: 1190). A report published by the Henry J. Kaiser Family Foundation
(2008: 1) found that HIV-positive women do not receive optimal levels of care compared to
HIV-positive men. The HIV Cost and Services Utilization Study (the only nationally
representative study of people with HIV/AIDS receiving regular or ongoing medical care)
found that women with HIV were less likely to receive combination therapy (taking two or
more antiretroviral drugs at a time) and were more likely to postpone medical care because
they lacked transportation (26%) or were too sick to go to the doctor (23%) than men (Hader
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2001: 1190). Another barrier to maintaining medical appointments is the stigma often
associated with having HIV. This stigma negatively affects the lives of women living with
HIV, especially in many African-American communities (Galvan et al. 2008).
African American Women and HIV
February 7, National Black HIV/AIDS Awareness Day, was created in partnership
with the Center for Disease Control and Prevention (CDC) in order to plan and raise
awareness about HIV/AIDS among African-Americans. According to a fact sheet
published in 2008, since the beginning of the HIV/AIDS epidemic, African Americans
have accounted for more than 42% of the estimated 952,629 HIV/AIDS cases in the United
States alone (Center for Disease Control 2008: 1-7). In addition, as Figure 3 illustrates, the
rate of HIV transmission among African American women is nearly 23 times that of white
women (Center for Disease Control 2008: 1-7).

Figure 3 – Estimated New AIDS Diagnoses and U.S Female
Population, by Race/Ethnicity, 2004
(Henry J Kaiser Family Foundation, 2006).
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African American women are 74% more likely to be infected with HIV because of
unprotected heterosexual intercourse, followed by injected drug use (24%) (Center for
Disease Control 2008: 1-7). Given that the main form of HIV transmission among African
American women is through unprotected heterosexual intercourse, it is important to
explore why and how.
According to a study published in 2003 that looked at the role of African American
male hypermasculinity in the epidemic of unintended pregnancies and HIV/AIDS cases
with young African American women, it was reported that “there is a greater tendency of
hypermasculine behaviors characterized by having more multiple partners and a stronger
aversion to condom use among African American men compared to men from other ethnic
groups (Wolfe 2003: 846-852). Sexual assertiveness, a predictor of condom use according
to a number of studies (Ehrhardt et al. 2002 and Wingood et al. 2004) was found less likely
in African American woman 50 and older (Schable et al. 1996). Heckman et al 2003
further stated that “women over the age of 40 and 50 were more likely to interpret condom
use as a sign of mistrust between partners.” In addition to gender roles and sexual
relationships among African Americans, it is equally important to look at the role of power
between African American men and women.
In a study published in 2004 it was reported that, “financial, social and emotional
dependence on their partner contribute to a power imbalance” and makes African American
women less likely to be “concerned for their own health and welfare” (McNair and Prather
2004). Furthermore, African American women have fewer eligible African American male
partners “due to socio-economic and education differentials, higher levels of incarceration
among African American males and sex-ratio imbalances” (McNair and Prather 2004).
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According to Sikkema et al. (2000), “a woman who depends financially on her male
partner for basic needs may be more likely to comply with her partner’s sexual wishes for
fear of abandonment” therefore, requesting “condom use may be perceived as risk for these
women as they may risk relationship conflict, loss of partner and partner anger and abuse”
(Wingwood 2000). These sociocultural factors can play an integral role in determining
sexual practices among African American women and can impact HIV risk behaviors. It is
thus important to continue exploring and identifying these factors so that models of care
can be more effective in addressing HIV as it relates to African America women.
Social Stigma
We need to get rid of the stigma around HIV. We need to go out there and
support one another. Putting the word out, education others. African-Americans
need to stand up and not be ashamed of it. Stop being in denial.
Cassandra, conversation partner, 2009.
HIV-related stigma has been associated with being stereotyped and feeling separated
from others and, in turn, has caused a loss in social status and discrimination (Galvan et al.
2008: 424). Even in 1987, during the early stages of the HIV/AIDS epidemic, Jonathan
Mann former director of the World Health Organization’s programme on AIDS, stated that
discrimination and denial continue to be a challenging obstacle in dealing with HIV/AIDS
(Parker 2003: 1-28). According to Dr. Peter Piot, many countries then and even now still
viewed AIDS as being a dirty thing. The prejudged idea for many of these countries is that
AIDS is contracted through sexual intercourse, a private act that is not talked about either
because of religion or other socio-cultural factors (Piot 2008: 14).
In a Frontline interview that was aired on May 30, 2006, Dr. Piot stated that, “[HIV
transmission through sexual intercourse is] the most difficult to control because it’s a private
behavior, and it is associated with stigma, with shame in many societies, if not all”
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(Frontline: The Age of AIDS: Interview with Peter Piot 2006). He discusses how
homosexuality for example, is against the law in many places and when you have countries
such as China, Malaysia and Indonesia who have looked at homosexuality as taboo how can
you effectively talk about prevention? AIDS cannot be discussed for fear of shame or
imprisonment, making protection and prevention difficult. When asked what moved him to
take on the role of executive director of UNAIDS, Dr. Piot stated, “there is this disease that
kills young people and they had sex somewhere or another” and when they got it, “they were
just left alone to die.
According to the 2008 UNAIDS Report on the Global AIDS Epidemic, 33% of
countries do not have laws that protect HIV-positive people from discrimination.
Furthermore, only 26% of these countries reported having laws that protect men who have
sex with men against discrimination and 21% report of these countries have laws that protect
against the discrimination of sex workers (UNAIDS Report on the Global AIDS Epidemic
2008). Laws that protect against the discrimination of high-risk groups are necessary for
preventing the spread of HIV and for protecting those who are already infected.
In the United States, many HIV-positive women have reported stigma from a variety
of sources, including family members, health care professionals and the broader community
(Galvan et al 2008: 424). The source of HIV related stigma and discrimination has often
been associated with individuals who are assumed to be from a marginalized group i.e.
homosexual men, promiscuous women or sex workers. Many HIV-positive individuals may
be fearful to reveal their status because others may make assumptions about their behavior or
lifestyle further adding to stigma, misconceptions and discrimination (Parker 2003: 1-28).
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Research suggests a relationship between stigma associated with HIV and the level of
emotional support HIV-positive women receive from their social support network. Studies
show that the more emotional supported HIV-positive women have felt, the higher their selfesteem and self-confidence (Galvan et al 2008: 424). Social support is essential in helping
many of these women feel valued and is often associated with helping them learn to manage
their HIV status in a healthy way. The many medical challenges facing HIV-positive
women, in conjunction with a lack of social support and stigma, can cause psychological
distress to many women living with HIV. In a study done by Catz et al. (2002: 53), HIVpositive women reported higher levels of depression, stress and anxiety than the community
group. Higher levels of distress not only influence quality of life, but also are linked to poor
adherence to a medication regimen schedule. The most frequent mental health diagnosis
associated with HIV is adjustment disorder with features of anxiety, depression or mixed
mood (O’Dowd 1991: 615-619). Several studies have shown that the prevalence of clinical
depression among HIV-positive individuals is 22%-45%, whereas for the general population
it is estimated to be about 17%
(Penzak 2000: 376-389), (Kessler 1994: 8-19). Although few psychological studies have
looked at women living with HIV and AIDS, the studies that have been conducted suggest
that HIV-positive women experience higher levels of psychological distress than HIVpositive men due to socio-cultural issues, poverty, childcare responsibilities, stigma and
social isolation (Catz 2002: 54-55). HIV and AIDS, similar to a number of other life
threatening illnesses, can affect all aspects of an individual’s life, causing them to search for
new meaning or purpose (Woodard 2001: 234). Therefore, in order to understand what life is
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like for HIV- positive women, it is important to look at the individual holistically,
considering mental, psychological, and spiritual aspects of her being.
In a 2002 study done by Rural Health and Women of Color, it was shown that the
majority of HIV-positive African-American women define spirituality as a relationship with
a Supreme Being (Musgrave 2002: 557-558). In addition, the study also shows that
spirituality was “associated with positive health outcomes for women, from improved
perception of health status and ability to withstanding the diagnosis of HIV” (Musgrave
2002: 557-558). In addition, among terminally ill individuals, a positive correlation was also
shown between faith and well-being (Woodard 2001: 234). Spirituality has played a
significant role in decreasing psychological distress and positively influencing the quality of
life for many HIV-positive women (Sowell et al. 2001: 73-82). In a study published in
Clinical Nursing and Research that studied 21 HIV-positive women and their perspective on
managing their HIV infection, it was shown that the majority of the women felt as though
God was in charge of their lives. They also believed that God allowed them to deal with
having HIV and AIDS. The study went on to state that a number of the women felt that they
were able to accept their HIV status because of their strong faith in God (Woodard 2001:
234).
As another decade of the HIV pandemic is upon us, it is important to orient ourselves
towards understanding how HIV affects all of us. This is the time to address the stereotypes
and prejudices that blind us from seeing and understanding that HIV is an issue that
collectively and universally affects us all.
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Summary
The review of literature presented above represented the primary theories and
research related to my research. This chapter looked at the way early anthropological
research and current interpretive research have described the concept of the other, or those
individuals that societies have labeled as being anomalies; I have also provided a general
overview of some of the major social and medical considerations facing many women who
are HIV- positive and have described some theories as to why HIV has spread at an
astronomical rate among African-American women. Finally, this chapter also looks at the
unique role that social stigma plays in preventing many positive women from moving beyond
HIV.
Chapter Four describes the theoretical framework for my research, the research
protocol, the research site, a summary of the research categories, the research conversation
questions, a description of my conversation participants and an introduction to the data
analysis. It concludes with a summary of the research pilot, my own background and how it
led me in choosing this particular research topic.
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CHAPTER FOUR: RESEARCH THEORY AND PROTOCOL
CARING AND NURTURING THE SEED
Introduction
In this Chapter, I present the theoretical framework of critical hermeneutic, which
supported my research. Within this framework, I have explored the research categories that
helped guide my research topic. Chapter Four also includes an explanation of my data
collection and analysis process, my timeline, entrée to the research site and a description of
the conversation partner who participated in this study, and an outline of my research
questions. Following my research protocols is a discussion of the pilot study I conducted in
October 2008, including a summary of the analysis process of the study, its implications, my
background, and my own reflections from this study. Finally, Chapter Four ends with an
overall summary of this proposal.
Theoretical Framework
The theoretical framework for my research is grounded in the critical hermeneutic
tradition, which responds to complex social and moral issues. Critical hermeneutic theory
begins with the question of being and explores human action through language and
interpretation, seeking to understand a culture, a society or an individual. It brings language,
tradition, story and imagination to the research process and creates the possibilities for
transformations of the self in community with others. For the purpose of my research, I
chose to focus on the theories of Paul Ricoeur and Richard Kearney. These two offer theories
relevant to understanding my three research categories: mimesis, forgiveness and
imagination. Following a summary of these three catagories, Figure 4 presents a summary of
the themes, understandings and subsequent actions that emerged from the data. Chapter Five
will provide the reader with a more indepth analysis of these themes.
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Research Category One: Mimesis
Many of the HIV- positive women with whom I work often share stories of how the
crisis of being infected with HIV has affected their present, their understanding of the past,
and their hopes for the future. These women talk about how HIV has permeated their lives:
what life was like before being diagnosed, what it is like in the present and how it has
affected what they imagine for their future. When these women share their stories, there is a
temporal reality to it that provides a frame of reference that helps emplot their narrative. Prefiguration (mimesis1) is the world of action and is structurally pre-narrative. It is symbolic
and contains temporal features. Those who will be participating in this study bring to the
conversation their history and experiences. According to Ricoeur, the pre-figured state is
always oriented toward the future and inherently carries the past (Ricoeur 1984: 59-64).
When HIV positive women share their stories, understanding is based on their past
experiences, their tradition and history. In the configuration phase (mimesis2), the events or
incidents in a story are transformed and emploted. HIV positive women seek this
transformation because HIV is a part of their life forever. Themes in a story are unified and
there is a sense of an ending to a story (Ricoeur 1984: 66-67). Mimesis2 is the present and
includes within it both our past and is oriented towards the future. The re-figuration phase
(mimesis3) becomes the intersection between the world of text (i.e. when we read the
narrative of HIV-positive women) and the world of the hearer and the reader. We can say
that the structure of a story is complete only when we read or hear the text, and our ability to
interpret meaning is dependent upon our pre-understanding. Thus, when reading or hearing a
story about a woman with HIV, it always takes place in the context of our pre-understanding
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and as we interact with the text, we create the opportunity to imagine the world around us in
a new way.
Research Category Two: Forgiveness
A permeating category throughout the lives of HIV- positive women is forgiveness.
“Forgiveness exists on the plane of memory and of history at risk of forgetting” (Ricoeur
2004: 457). It is twofold: in one sense, it is the enigma of a fault that has paralyzed an
individual to act as the capable being that he or she is. In reply, it is also the enigma of the
possibility that whatever is paralyzing the individual to act, can be lifted. This twofold
nature is what Ricouer designates as forgiveness and it runs diagonally through our past
and effects all the operations of memory and of history. It places a distinctive mark on
forgetting because in order to forgive we have to remember the event (Ricouer 2004: 457)
Forgiveness, similar to memory, history and forgetting, runs on a horizon and is always in
retreat, making forgiving difficult but not impossible (Ricouer 2004: 457). When an
individual finds out that she has HIV, this experience may be too painful to deal with and
as a result the individual may bury the experience deep within the recess of her mind.
However, in order for forgiveness to happen, she needs to remember.
Ricoeur also states that it is important to not look at forgiveness as a gift or
something that one gives another. Giving obliges giving back; giving secretly creates
inequality by placing the givers in a position of condescending superiority; giving ties the
beneficiary, placing him or her under obligation, the obligation to be grateful; giving
crushes the beneficiary under the weight of a debt he cannot repay (Ricoeur 2004: 478).
Instead of looking at forgiveness as an exchange that happens between self and another,
we can first start by imagining oneself in another. In other words, realizing that self only
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exists in relation to the other. When an individual can forgive, he or she can also begin
the process of now imagining a future that is hopeful. Hope, according to Ricoeur is the
superabundance of “meaning as opposed to the abundance of senselessness, of failure, of
destruction.” Hope is the saturation of experience it is a “a love of life” (Wall 2002: 125).
It makes of freedom the passion for the possible against the sad meditation on the
irrevocable. The passion or the quest for the possible is the answer of hope (Wall 2002:
125). In order for hope to happen, one needs to first imagine.
Research Category Three: Imagination
Imagination, a concept that is considered unique to human beings, is a hermeneutical
concept that runs in the story shared by the women in this research. According to Kearney
(1998), imagination has the capacity to recollect things from our past and project what we
hope for in our future. It has the capacity “to convert the given confines of the here and now
into an open horizon of possibilities” (Kearney 1998: 2). Imagination allows each of us to
convert actuality into possibility, what-is into something-other-than-it-is. Imagination gives
us the ability to convert the time and space of our world into a specifically human mode of
existence (Kearney 1998: 4), it allows us to produce a new way of being. Through the
process of imagination we are given the opportunity - if only for a moment, to see what it
must be like to be another, to live life as an HIV positive woman. Similarly, through the
process of imagining, HIV positive women are given an opportunity to move towards a
future that is hopeful. Ricoeur (1984) writes, “are we not ready to recognize in the power of
imagination…the capacity for letting new worlds shape our understanding of ourselves?
This power would not be conveyed by images, but by the emergent meaning in our language
(Ricoeur 1984: 181).
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Research
Category
Mimesis1,2,3

	
  

Understanding

Action

1. How HIV-Positive
Women Have ReUnderstood Their Lives.

1. Reflecting back on
the moment they found
out they had HIV,
provided many of my
conversation partners an
opportunity to re-live
that event with the
understanding and
insight they have now.

1. Listening and sharing
their stories with other
HIV- positive women
provided a sense of
community, mutual
respect and shared
understanding for many of
my conversation partners.

2. Emplotment: How Do
You Wish to Tell Your
Story?

2. Emploting their life
story provided HIVpositive women an
opportunity to realize
how connecting with
other individuals and
listening to the story of
other women, gave them
new understandings.

2. Being in a position
where my conversation
partners had the
opportunity to reflect back
on their life and choose
how they wished to tell
their story, gave a sense of
pride, strength, and
connectedness with their
community.

3. Broadening the
Horizon of
Understanding.

3. The process of
interacting with the text
creates the opportunity
to walk away with a new
understanding of what it
means to be a woman
living with HIV. A
reader who engages the
stories from HIVpositive women brings
his or her own preunderstanding to the
text.

3. Interacting with the
stories of HIV- positive
women allows the reader
and/or the listener to make
what was once alien, his
or her own.
Understanding and
appropriated the text
(whether spoken or read)
broadens one’s horizon
and promotes a sense of
shared respect and
understanding.

Theme and
Subthemes
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Forgiveness

Imagination

	
  

1. How Remembering and
Forgiveness Have Helped
HIV-positive Women
Heal.

1. While some events
from the past may be too
emotional to even
remember, reremembering those
events and forgiving can
unbind us from the pain
and open the door
towards living life in a
new, hopeful way.

1. Forgiveness for many
of my conversation
partners gave them an
opportunity to heal and to
move forward in their life
in a healthy way.

2. Re-remembering and
Blocked Memories.

2. Before one can
forgive, one has to reremember the event.
For Freud and Ricoeur,
the mourner moves
forward in life through
the process of
remembering and
recognizing that which
has occurred (Ricoeur
2004: 73).

2. Forgiveness is a
process of reconciliation
and a search for justice.
We also encounter this
sense of justice when our
history encounters
memories from our past,
when we remember things
that we had once
forgotten. Forgiveness
can also give us
permission to have hope
and imagine our lives in a
different way.

1. How Imagining the
1. Imagination has
Possibility of a Future Has helped many HIVHelped HIV-positive
positive women to see
Women Live.
their lives in a way they
never thought possible.

1. Imagination can create
opportunities for change
and can motivate HIVpositive women to take
steps towards putting into
place the events they have
imagined.

2. The Message Newly
Diagnosed Women
Should Hear from
Other HIV-Positive
Women.

2. Connecting with other
HIV- positive women in
this way can lead to a
sense of community,
recognition of shared
values and mutual respect.

2. For many of my
conversations partners,
their life experience
since the moment they
found out they had HIV
to their present can
serve as a metaphor for
other HIV-positive
women in that, it is
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possible to live and to
imagine another way of
being.
3. Ways to Educate
Young Adults on How to
Prevent the Spread of
HIV.

3. The message that
each of my conversation
partners gave was how
important it was to take
personal responsibility
for your self and your
body. They each
reflected on how fast
young adults are to jump
into a situation without
reflecting on their own
life.

3. Educating young
people about how to
protect themselves against
HIV is one step towards
helping to prevent the
spread of HIV.

4. Suggestions for Public
Policy and Current
HIV Clinics.

4. The common theme
for each of my
conversation partners
was the importance of
being in an environment
that was safe and where
each could open up and
share her story. Each of
my conversation
partners in some way
touched upon how
listening to the stories
from other HIV-positive
women helped them
imagine that it was
possible for them to live
with HIV.

4. The suggestions given
by my conversation
partners can lead to
helping reduce the stigma
associated with HIV and
can help reduce the
number of women who
have fallen out of medical
care due to shame and
lack of education about
HIV.

Figure 4- Research Category Themes	
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Research Protocol
The research protocol for my research process uses the critical hermeneutic research
protocol developed by Herda (1999). The research conversations all took place in the San
Francisco Bay Area with HIV- positive women and the location of each conversation was
determined by the conversation partner and the researcher. This research was a collaborative
research process that involved conversations with research participants that were audiorecorded, transcribed, reviewed by participants and later analyzed within the theoretical
framework in order to “recognize, challenge and evaluate the world of action as well as
envision new, possible worlds” (Herda 1999: 86). As Herda (1999: 86) states, “In fieldbased hermeneutic research, the object is to create collaboratively a text that allows us to
carry out the integrative act of reading, interpreting, and critiquing our understandings.
Data Collection
In order to explore how HIV- positive women have reconfigured their experiences to
live beyond HIV, I have collected data through conversations I had with HIV- positive
women; documented my analysis, observations and journal entries. After the conversations
were transcribed, the participants read, commented and validated the accuracy of the
transcriptions so that all transcripts reflected the participant’s intention in the conversation
that was held. The final version of the text was my own interpretation of the conversation
using my three research categories: mimesis, forgiveness and imagination. Each participant
was given a letter of invitation (see Appendix D), a consent form to sign and a letter of
confirmation that the conversation would be audio recorded and transcribed into a text
document and they would have an opportunity to review and edit before becoming data for
analysis (see Appendix E). I have also sent a thank you letter to each participant after our
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conversation (see Appendix F). The data that was collected included current and past laws,
hospital regulations and journal entries that included my reflections and observations.
Data Analysis
Data analysis is an important process in participatory hermeneutic research and
provides an opportunity for the researcher to “appropriate a proposed world from the text”
(Herda 1999: 98). This text, which was co-created by the research participant, will hopefully
form new understandings for the world of action.
The following explains the process for analyzing the data using a critical hermeneutic
approach (Herda 1999) and guided this research:
•

All conversations used in this research were audio-recorded and transcribed

•

The transcriptions are the source of data and the theoretical framework of
critical hermeneutics will determine a way of understanding the text. If themes
do not fit the research categories, the researcher would need to change one or
more of the categories. However, in this research the themes fit the
categories.

•

The researcher read all the conversation and developed an overview of the
topic and appropriated a proposed world from the text. When the reader is
exposed to a given text, one comes away from it with a different
understanding.

•

The meaning of the text was analyzed according to current research related to
HIV and implications will be drawn in order to provide a basis for
understanding the struggles facing HIV-positive women.
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•

When analyzing the text, I pulled out groupings of themes and sub-themes
within each category.

•

Discuss the implications of the research topic at hand and provide a discussion
of learning experiences from the role of the researcher and the research
participant.

•

I have also provided my own reflections and ways in which both my
understanding and my research participants’ understanding have changed
through the process of doing this research.

The aim of this study was to contribute a basis and a way of understanding the
struggles facing HIV-positive women so that models of care and public policies may be more
encompassing and educators may have a greater understanding of what the issues and
struggles are facing many of these women. A practical significance would relate to using the
analysis to design appropriate adult learning programs for these women.
Timeline
Data collection began in May 2009 and was completed in August 2009. Text creation
and analysis of the transcriptions occured from September through December 2009. The
final dissertation was completed and submitted on February 4, 2010.
Entrée to the Research Site
One research site for conduction a conversation occurred in San Francisco at 10:07
AM on October 2 in the community room of where I work (for IRBPH approval please see
Appendix J). It was a humid and muggy day, especially for San Francisco, and I had little
idea what a profound conversation lay ahead of me. Ublanca, who was my first conversation
partner, called several times just to let me now she was on her way and arrived promptly at
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10:00AM. We met in the large and peaceful community room of the agency where I work
and we sat on separate chairs next to one another. Once we both sat down we just began to
talk, like we had done so many times before. I was very fortunate in that Ublanca and I have
known each other for several years and throughout that time we have had many
conversations regarding her life and what it means to be an HIV positive woman of color. In
fact, many of the guiding questions that I used for my research were sparked by a
conversation I had with her in May of 2008. As we started talking I was immediately struck
by how tearful and emotional she got; this was a side to Ublanca that I had never before seen.
As we started to talk, I learned that 21 days after this conversation was the 11th anniversary
of the day she found out she was HIV positive. When she shared that part of her life and
story with me, I realized that this conversation would be quite moving and cathartic for both
of us.
In the many years that I have worked in social services, I have always been moved by
the unique process that occurs when you become witness to someone’s pain. These
moments, which from my experience happen occasionally, are an opportunity for healing. It
can be quite a moving experience to be a witness to someone’s pain and testimony in such a
way that the boundaries between self and other lapse. Through the process of witnessing
Ublanca’s pain, I was honoring her struggle, honoring her incredible perseverance through
everything she has been through in her life. As we started to talk, I recalled the categories I
had chosen: forgiveness, memory and imagination. My goals for the conversation were
represented in the choice of categories, for I wanted to have the reader of this text be able to
connect to Ublanca’s story in a meaningful way and to give hope to others who are living
with HIV. As long as we view challenges and struggles as a problem belonging to the other,
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we are not open to understanding ourselves in relation to others and seeing how truly
interconnected we all are.
Research Conversation Participants
All seven formal participants in this study were HIV- positive women who were all
living in the San Francisco Bay Area and received their primary medical care from the
University of California, San Francisco. For a description of each of my conversation
partners, along with their age, year of diagnosis, years living with HIV please refer to Figure
Five. My primary aim was to speak to women who have accepted their HIV status and have
found a positive way to move forward with their lives. All of these women were members of
an ethnic minority group and face many other social issues (e.g. being on a fixed income,
dealing with stigma around their status). For many of the HIV- positive women with whom I
have worked, the process of sharing their stories can be a sensitive process. Therefore, the
women that I have selected as conversations partners were ones that I have worked with for
several years and a sense of trust and mutual respect had been established. In addition, given
the stigma often associated with having HIV, my conversation partners also had the option of
using only their first names or remaining anonymous. Each research participant was mailed
a letter of consent to be a research participant prior to the research conversation (See
Appendix D).
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Name

Age
(at time of research)

Year Diagnosed
with HIV

Years living
with HIV

Ublanca Adams
(pilot study participant)

38

1997

12

Cassandra Steptoe

53

1997

12

“Faith”

30

1991

18

Geraldine Johnson

57

1988

21

“Tay”

46

1999

11

Dani J

41

1991

18

“Amber”

62

1991

18

Figure 5- Formal Conversation Partners

Ublanca Adams
Ublanca was my first conversation partner. I have provided a summary of background
along with our conversation together in my introduction to my pilot study.
Cassandra Steptoe
My second conversation partner was Cassandra, a 53-year-old African-American
woman, who was first diagnosed with HIV in 1997. I had known Cassandra for several years
and always knew her to be a kind, genuine and outspoken woman. I had approached her
several months before our conversation and asked if she would be interested in sharing her
story, she agreed and invited me to her house. The morning of our conversation, I had my
tape recorder in hand, my digital recorder, my notebook and my umbrella. I remember
feeling excited to meet with her, because Cassandra’s honesty and openness about her life
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often provided me with a new way of seeing the world. When I arrived at her place, she
invited me into her home and we sat in her living room and began to talk.
“Faith”
“Faith,” who asked that I not use her real name, is a 30-year-old African-American
woman who has three children. Throughout the two years that I have known “Faith,” her
story has affected me in a profound way. Twelve at the age of being diagnosed with HIV,
“Faith” learned to reconfigure her identity during the formative years of her life. Her story
provides a unique understanding on how HIV can affect a young child and how forgiveness
can happen at any age. “Faith’s” level of insight and uncanny ability to forgive those from
her past still humbles me.
During the time of my conversation with her, we met in her living room and she began
talking like someone who had longed to share her story for years. Her openness and
frankness about her trauma, her philosophy of why forgiveness is important still resonates
within my memory. Even as I sit here now, nearly a year after my conversation with her, I
can still hear her tell me the role forgiveness has played in helping her live. Each of my
participants taught me something new about life, “Faith” taught me what forgiveness really
was.
Geraldine Johnson
Geraldine, my fourth conversation partner, is a 57-year-old African-American woman,
who was born and raised in San Francisco. I have known Geraldine for three years and since
that time have always known her as someone who has accepted her status, who she is now
and what her aspirations for her future are. Geraldine is always one of a handful of women
who speaks at several conferences and Universities in the Bay Area about her life story and
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how she has learned and is learning to live beyond HIV. At the time of our conversation,
Geraldine and I had met in the community room where I work and I still remember the tear in
her eyes as she thanked me for wanting to tell her story.
“Tay”
“Tay,” who asked that I not use her real name, is a 46-year-old African-American
woman with one son whom she describes as being the reason she is still alive. “Tay” was
infected with HIV from the father of her son; a man who contracted HIV from another
person. “Tay’s” story reminds us that HIV is not just a virus that infects individuals who are
sexually promiscuous or are intravenous drug users; her story also reminds us that we each
need to take personal responsibility for our lives. In my conversation with “Tay,” she
discusses the way in which she was able to forgive, despite the fact that she felt a sense of
betrayal and pain from her father’s son. The poem at the beginning of this study illustrates
her struggle and acceptance with taking better physical care of herself.

Dani J
Dani, is a 40-year-old African-American woman with two children who has been
living with HIV for 18 years. Originally from the Bay Area, Dani openly discusses how she
was able to move from a life of prostitution, drug use, and what she calls “fast living” to a
place of healing. During our conversation together, she told me how the process of
forgiving, hope and her children helped her re-learn how to live life.
“Amber”
“Amber” is a 62-year-old African American woman who first learned of her
diagnosis in 1991. We had our conversation together at UCSF, where she told me that it
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wasn’t until she saw the people who were close die from AIDS- related complications that
she began to take steps towards taking care of her health. “Amber” openly told me that for
many years, she had blamed her husband for giving her HIV, but once she was able to
forgive him, she started to heal. During the course of my research, “Amber” went into
cardiac arrest and subsequently passed away. She left behind her husband of over twenty
years, her adult son and a community of women and service providers who will remember
her fondly.
Research Questions
Participatory research that is grounded in critical hermeneutics attempts to ask
questions that “will promote a conversation about the topic at hand” (Herda 1999: 104). In
this research, I have asked my conversation partners several questions, each related to the
categories of mimesis, forgiveness and imagination. These questions were meant to be a
guide, not all were asked, and each may have been asked a different way depending on the
conversation. The research questions I discussed with my participants were as follows:

Mimesis
1.

Take me back to the first moment you found out you had HIV.

2.

How did you feel about yourself when you first found out you were HIV+?

3. Looking back, were those feelings accurate?
4. How did you see yourself prior to contracting HIV?
5. How do you see yourself now? Beyond HIV?
Forgiveness
1. What role has forgiveness played in helping you heal?
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2. When you found out you were HIV+, were you able to tell your family?
3. Did your loved ones play any role in helping you deal with your status?
4. What helped you move forward in your life in a positive way?
Imgination
1.

Tell me about the future you imagine?

2. If you had the opportunity to speak to young people about how to protect themselves
against HIV what would you tell them?
3. In ten years, how do you hope others in your community will see HIV?
4. If you could design a program/curriculum to teach them, how would you design it?
Introduction of Pilot Study
The following section summarizes the pilot study conducted for this research project.
My pilot study was conducted on October 2, 2008 in order to determine if the theoretical
framework and research questions of my topic were adequate to guide a conversation on the
role of forgiveness and imagination among HIV-positive women.
Conversation Partner
My first conversation partner was Ublanca, an articulate 38-year-old African
American woman who has three children. Ublanca was born in the San Francisco Bay Area
and has spent much of her life here. She has three children, one of which lives at home with
her. She found out she was HIV+ in 1997 when she found out she was pregnant. Ublanca
has worked in the past in the justice system as well as with Contra Costa County as a case
manager. Currently in school, Ublanca’s dream is to educate African American woman
about how to protect themselves against HIV and how to empower themselves in life.
Medically, Ublanca’s HIV is under control; she is very engaged in her medical care.
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Pilot Study Summary Analysis
The three main research categories I used to analyze the conversation I had with
Ublanca were mimesis, forgiveness and imagination. The data analysis I am presenting here
is a summary of that conversation. The pilot study synthesis and data analysis is attached in
Appendix I of this protocol.
Mimesis
The function of a narrative is to tell a story. Narratives have many features including
meaning, character, a plot that has successive action, thoughts and feelings, and moving the
reader along the development of the story by following a chain of events that leads the reader
to a conclusion that is acceptable and has meaning. According to Ricoeur, a narrative
combines two dimensions: a chronological dimension that is episodic and a nonchronological dimension. Episodic dimensions “construct meaningful totalities out of
scattered events” (Ricoeur 1984: 274). Narratives operate between the episodic or a
chronological sequence of events. The emplotment or the grasping together of the
characters, plot and scenes and the mediating role between time and narrative is thus an
essential feature in narratives. A true history of someone’s life relates to the world of action
and a certain being-ness about this world. The plot, as opposed to the structure becomes
primary. The narrative as a whole unfolds itself and creates a feeling of surprise, a
component that is essential in maintaining the interest of the hearer and the reader of the text
(Ricoeur 1984: 274). There is also an element of a quest for either success or failure that fills
the entire story. The quest is the crux of the process without which nothing would happen.
As the hearer or the reader we may wonder what will eventually happen. For example, when
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we read the stories from HIV-positive women, we wonder whether there will there be a
happy ending and what the message will ultimately be.
Narratives have the ability to capture us and draw us into a world that appears much
different than our own. The moment when we suddenly find ourselves captured by a story is
based on the interplay that happens between the one telling the story and the one listening.
For me, the moment when Ublanca really captured me into her story was when she talked
about when she went into her medical clinic and was told she was HIV-positive (see
Appendix G for the complete transcript).
Ublanca: so I walked in there [referring to the clinic] …I remember I went in this
room and you see a social worker, my doctor, another lady the little police officer and
I was like wait a minute am I under arrest? Like what did I do? You know, what
have I done? And I remember my doctor just saying, “are you okay?” and I said,
yeah I feel good… so she was like, well you know I am here to tell you that you are
pregnant and you are 8 weeks along and you are HIV positive. And I had this
emptiness, I mean I don’t even remember what my reaction, I mean I didn’t even give
a reaction. Like I was just numb. I was just, it was just like I felt like everything
inside of me, it just confirmed everything that I was feeling inside of me. Everything
that I had seen on the billboards it just all kid of added up and it just sort of made
sense. So I am still like in awe. So I am wondering, so why did you need all these
people in the room to tell me this?
A good narrative can leads us to connect with the main character and help us imagine new
ways thinking, acting and believing. Three years ago, when I first started working with HIVpositive women, I remember feeling like a foreigner. How could I understand or begin to
know what the experience of these women are like? Their stories are so different than mine.
It really wasn’t until I started talking and having conversations with these women that I
began to imagine and see the interconnectedness of experiences.
Our narrative identities contain harmony and dissonance; what is lived and what is
told. It configures the world of action and the world of the reader. But in order for Ublanca
or any of us to talk about our story and the things in our past, we need to recall it from
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memory. According to Ricoeur (2004: 6), “nothing comes to the aid of memory as the
specific function of accessing the past.” When the speaker of a text such as Ublanca, recalls
an event from her past, it takes place in the mode of becoming an image and is connected to
the element of time (Ricoeur 2004: 7).
When I asked Ublanca to discuss how she felt when she first found out she was HIVpositive, in that moment she recalls that memory from her past and remembers the image of
herself. That image she recalls is the imprint of that specific moment on her soul (Ricoeur
2004: 16). As she recalls that image, she also has the benefit of all of her experiences from
that moment until now. Therefore, her understanding of that event is based on the totality of
her life experience. Ublanca said that, “for me [getting HIV] was God’s way of getting my
attention that something was going on, something was going terrible wrong with my body
and I didn’t know about it. And I already had other children that I had to care for. So it kept
me with that ok, how do I do this, what do I do?”
Forgiveness
Hearing this part of the conversation with Ublanca, I couldn’t help but think- well
now what? We go through events in our lives hoping and imagining a certain conclusion.
What do we do when all of sudden an event occurs that was outside of our plan? Can
forgiveness play a role in helping us understand this event? Can it help us re-configure our
lives in a positive way? So, I asked Ublanca if she had ever forgiven her husband for
knowingly infecting her with HIV. She responded by saying that he
Ublanca: never up until the day, I mean up until a week before he passed away
never said he was sorry. He never, I never, I guess I always thought I needed that
from him. I needed to hear him say sorry or like be able to tell him that- you did
this to me and he was always, all the way up until the hospital, I remember him
saying, you will be with me until the day death do us part…I forgave him though.
I needed to forgive him because I remember growing up at the age of 11 and was
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on my own and I had to find my way in life and in our home we never talked about
sex… I had to forgive him because similar to how I grew up, in most black homes
you don’t talk about sex…I really couldn’t be mad at him.
Ricoeur states that “forgiveness is a personal act, an act from person to person”
(Ricoeur 2004: 14-25). One misconception that many people have is that forgiveness means
forgetting that an act occurred. Ricoeur addresses this point by stating the importance of the
word appeases when discussing forgiveness. An appeased memory, according to Ricoeur,
“does not seek to forget the evil suffered or committed. It seeks rather to speak of it without
anger” (Ricoeur 2004: 14-25). When, for example, Ublanca talks about forgiving her
husband for giving her HIV, she speaks of it without anger. She is not forgetting that such an
event occurred in her life, but rather has re-configured her life in such a way that she has
allowed that event to orient her towards a positive future
Imagination
There is little doubt that being HIV-positive is a transforming event in the lives of
many women. Those who are positive often struggle with understanding how this could
have happened to them. This was really the impetus for my research. I wanted to
provide an opportunity for the reader to see and hear that HIV is not prejudice, it can
infect anyone. Reading stories about those that are HIV-positive is one way of
demonstrating this. For Ublanca, her moment of realizing this happened when she starting
working in County Jail. She said that
Ublanca: it wasn’t until I went to the jail setting…that I finally got it. And I have to
tell you, I was devastated. Seeing men that I knew from the streets who said they
were straight, but were sleeping in the same bed as another inmate… I put it together.
Here were these guys sleeping with other men inside jail, but on the streets said they
were straight. So I went to the other side of the jail, where the women were, and it
was horrible. I mean you have deputies over there sleeping with them; you have
trustees sleeping with them and you the prostitutes coming right off the streets. And
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this one goes home to his wife and these women are going out there and prostituting
and it was just out of control. It changed my mind. This was not just a gay white
man’s disease, this is an everybody’s disease and anybody can get this.
In my conversation with Ublanca, I asked her what had helped her move forward in her life
in a positive way. She stated that for her, “I always felt like life has to go on, either we make
it or we don’t, but life goes on one way or another.” She later added that “I really am a
beautiful, intelligent, strong woman who is a child of God. I am someone who has to do this
for my son, for my children and because there is a purpose to all of this, there has to be. God
wouldn’t put me in this position if there wasn’t a purpose.” This sense of purpose and
meaning for Ublanca comes through imagining another possibility. Kearney (1998:1) writes
that imagination is a gift for human experience and is essentially at the heart of our existence.
He states that we would not be human without it. Our ability to convert what is absence into
presence, creating actuality into possibility and creating something other than what currently
exists is all part of imagination. When Ublanca was asked what she imagined for her future,
she said, “to one day stand in front of a thousand, no a million black women and tell them
that they are strong and that they don’t have to just take things. I would tell them that they
can be whoever they want to be, they don’t need a man. They are beautiful and intelligent.”
Implications of Pilot Study
Today women account for more than 25% of all new HIV and AIDS diagnoses in the
United States and women continue to constitute one of the fastest growing groups being
infected with HIV, making it imperative to better understand what the unique factors are that
face HIV positive women (Rosenberg 1995: 1372-1375). As the number of HIV and AIDS
diagnoses in women continues to increase, women are also facing many unique challenges
that prevent them from receiving adequate care, including receiving and maintaining medical
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care and dealing with the stigma and psychological distress that is often associated with
having HIV. Despite these barriers, there are many that have found a way to move forward
in their lives in a hopeful and positive way. Through forgiveness and imagination many of
these women have fostered a hopeful message about what it means to be HIV positive
women and have developed ways in which others can protect themselves from being
infected. During the last moments of my conversation with Ublanca, she asked me to “please
write this well.” When I had asked her what she meant by that, she responded by saying, “I
just want others to know what it is like. I just want you to write with your heart so they will
understand.” Many of the women that I have talked to at the clinic have often shared how
empowering it is for them to share their message and their story with others. One implicit
implication of this research is that it will hopefully give these women that opportunity to
share and it will also help others orient themselves to seeing themselves in the other.
There are a number of implication to this research, including giving the reader an
opportunity to connect to the stories of HIV positive women in a meaningful way and to view
the challenges and struggles they face as a problem belonging to all of us. Through the
process of utilizing participatory research that is grounded in critical hermeneutic theory this
research will investigate some of the aforementioned challenges that HIV positive women
face. Researchers, policy makers, and readers of the text need to understand these challenges
so that we can better grasp the barriers that affect the maintenance of medical care and help
infected people to move beyond their HIV status to develop new ways of thinking about our
world and those around us so that we can imagine a collective future beyond HIV.
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Personal Journal
Throughout the pilot study research, I kept a journal that included my own
reflections. These notes are “integrated into the text” and helped to “unfold new worlds and
new modes of being” (Herda 1999: 102). When I first began the process of collecting data
for my research, my hope was to better understand how HIV- positive women were able to
move beyond their HIV status and live their life in a positive, hopeful way. I did not realize
until I began this process how transformative it would be for me. I learned how difficult it
can be to ask someone to share painful memories from their past in an open and authentic
way. During these times I found it helpful to have questions that helped guide the
conversation, but also realized that there are times to set aside those questions and allow the
process to shape the direction of the conversation. As I was transcribing the conversation, I
found myself reliving each moment as though I was there. When I reflect back on my
conversation with Ublanca and look forward to my future conversations with other
participants, I feel a sense of honor and responsibility to share the pain, experiences, and
strength of these women.
Background of Researcher
In participatory critical hermeneutic inquiry, including the background of the
researcher is an essential component. Understanding the researcher’s beliefs, background
and interests as they relate to the topic at hand, “enlarges the context in which data are read
and interpreted” (Herda 1999: 102).
I work at a non-profit organization in the San Francisco Bay Area that provides direct
service to HIV positive women and children. Much of my work entails providing intensive
case management services to the women who receive their medical care at either the
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Woman’s HIV Program at the University of California, San Francisco or the Positive Health
Practice at San Francisco General Hospital. Many of the women that I work with often share
their stories of how the crisis of being infected with HIV has affected their present, the way
in which they have understood their past and their hope for the future. Through the many
years that I have worked at this organization I have always felt a throwness to help guide
programs and policies that directly affect the lives of HIV- positive women. Currently, there
is a paucity of studies carried with selected HIV- positive women. My idea is that through
the process of conversation with HIV-positive women, I will come to understand existing
assumptions and values about what it means to be a woman living with HIV and what their
ideas are in terms of designing programs and public policies that reflect the everyday needs
of these women.
Summary
Chapter Four presents the theoretical framework of critical hermeneutic, which
supported my research. Within this framework, I explore the research categories that guide
my research topic. This chapter also includes an explanation of my data collection and
analysis process, my timeline, entrée to the research site and a description of the conversation
partner who participated in this study, and an outline of my research questions.
Chapter Five includes data presentation and a critical hermeneutic analysis of the
research conversations using the three categories- mimesis, forgiveness and imagination. In
addition, it also provides a summary of the themes and sub-themes found within each of my
three categories.
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CHAPTER FIVE: DATA PRESENTATION AND ANALYSIS
THE FIRST FLOWER OF SPRING
As an HIV-positive African-American woman, I need to help
other positive women stand up for who they are and be strong.
There is hope. There is hope in this, you are not dying and they need to
believe that. You need to take the steps to get there.
Cassandra, conversation partner, 2009.
Introduction
According to Herda (1999: 128), “the interpretation of the text is complete when the
reading of it releases an event in our lives; it helps us to understand each other in a new way,
and helps us learn how to begin addressing the social challenges of our day in a different
light.” Interpretation gives each of us a future with dignity (Herda 1999: 128). As the
narrator of this text, my hope is to set before the reader an opportunity to see HIV and the
lives of those affected with it in a different way. Ricoeur writes that the “aim of
hermeneutics is to struggle against cultural distance and historical alienation. Interpretation
brings together, equalizes, renders contemporary and similar” (Ricoeur 1982: 185).
The conversations that took place during the summer and fall of 2009 are stories from
HIV-positive women who shared with me their challenges, fears and hopes. I have gathered
and configured the stories from all of my conversation partners, along with my own
experiences and prejudices, in order to narrate a story. Given that HIV and AIDS continue to
be illnesses that carry a great deal of stigma, the level of openness, trust and sincerity that
each of my conversation partners have shown in sharing their stories with me continues to
humble me; I feel honored to have witnessed the re-telling of their stories.
For all of my conversation partners, the overarching message was that life does not end
with an HIV diagnosis. HIV can provide the opportunity to re-examine life and to live in a
new way. The categories that were used to help analyze the data were mimesis, imagination
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and forgiveness. In addition, within each category, several themes and subthemes emerged.
The themes that emerged under mimesis were: (1) how HIV-positive women have reunderstood their lives since being diagnosed, (2) what message HIV-positive women have
for others who read their story, and (3) how reading stories from HIV-positive women can
broaden one’s understanding of his or her world. Under the category of forgiveness, the
themes and subthemes that emerged were: (1) how remembering and forgiving has helped
these women heal, and (2) how the process of re-remembering blocked and painful memories
can help one forgive. Finally, the themes and subthemes that emerged under the category
imagination were (1) how imagining the possibility of a future has helped them live with
HIV, (2) what message a newly diagnosed women should hear in order to learn how to live
with HIV, (3) ways to educate young adults on how to prevent the spread of HIV, and (4)
suggestions on ways that public policies, and current HIV clinics can reflect a more authentic
reality of what it means to be a woman living with HIV.
In order to set a context for the data presentation and analysis through the categories,
mimesis, forgiveness and imagination, I present an ethnographic account of the Women’s
HIV Program (the medical clinic all of my conversation partners belong too). In addition, I
also include a description of how I as the researcher appropriated HIV.
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Women’s HIV Program
What has helped me are the forces in my life. It is you, my doctors at the
clinic, my social workers. Those people help me and remind me of
who I am and remind me of the positive things and qualities that I have.
I feel reassured by them, about my health. I just feel positive about things
because I keep living.
Dani, conversation partner, 2009

Photograph 1- Women’s HIV Program – Hamaseh Kianfar
Admits the fog and wind, nestled on top of the hill on Parnassus Avenue, is the
Women’s HIV Program (WHP) at the University of California, San Francisco (UCSF).
While UCSF carries with it an awe-inspiring reputation as a premier research institution and
medical facility,
the warmth at WHP resembles the intimacy one might expect to find at a small, hometown
clinic.
WHP was founded in 1993 by Dr. Ruth Greenblatt, an HIV specialist, and her
dedicated team. The mission of the program is to address the unique issues facing HIVpositive women.
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The following excerpts were transcribed from a promotional video clip introducing WHP
(Women’s HIV Program 2009). In the video clip, Dr. Greenblatt was asked to discuss the
history of HIV among women in the San Francisco Bay Area. She stated, “In the 1980’s
many people doubted that women would be infected with this epidemic, but in the early
1990’s we started seeing a few women in our clinic and the women were very different than
the men we saw and the women were different from the men, they didn’t have the
community support the men had”.
As a result, the WHP began to include a multi-disciplinary team that provided
comprehensive medical and social services to women living with HIV/AIDS in the San
Francisco Bay Area. The program, which is ongoing, also includes primary care by an HIV
specialist, gynecological and reproductive care, medication adherence, and a dedicated social
work team that provides harm reduction techniques and mental health treatment for HIVpositive women. In addition, WHP has also developed a long-standing partnership with
other HIV programs within the San Francisco Bay Area in order to provide expanded
services for HIV-positive women.
Dr. Ruth Greenblatt: We began to develop a model of care where we were able to
provide a broader array of services in the clinic. From the very first time the program
started, when I walked into the waiting room and saw women interacting and feeling
relaxed, and who kept coming back and not missing all of their appointments and
obviously really actually like coming, it was very clear that the program was working
and would work.
Each of my conversation partners receive their primary medical care from WHP and
one sub-theme revealed through conversations was the importance of being in a warm and
accepting environment in helping my participants move towards better understanding how to
live with HIV. One of my conversation partners, Geraldine stated, “I appreciate everybody
at the clinic. Patrick, you, Beth, Monica, seriously. The only thing that I would add is a
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support group. They used to have one up here, but I think creating places where women like
me can talk and share our stories would be wonderful”.
Herda writes (1999: 2) “the world we propose through participatory research finds its
legitimacy in our organizations and communities - in our language, understanding, and
action.” One aim of this text is to legitimize and complement public policies and programs
that address the unique issues related to women, while encouraging others to develop an
orientation that is more authentic to the needs of the community they serve. Anthropologist
Hannah Arendt says (in Lang 2005: 9-15) “that you cannot remove an individual from his or
her community. When you do so, you are isolating and filling them with a sense of
loneliness.” When programs and individuals in society work together in the spirit of
“understanding and shared responsibility, we can appropriate a specific future” (Herda 1999:
2).
How I Appropriated HIV
In the fall of 2005, I started working at my current job as a medical case manager for
HIV-positive women and children. I vividly remember my first day at the Women’s HIV
Program. It was Wednesday morning or women’s clinic, the day of the week solely
dedicated to women. I was sitting in the waiting room eager to meet all the medical
providers, social workers and clients that I soon would work with. While sitting in the
waiting room, I felt a sense of anxiety as I realized that no one knew who I was. What if all
the medical providers that walked by me thought I was a patient? What if they thought I had
HIV? What would that mean? Even though my life experience as a woman from an ethnic
minority group taught me the importance of being accepting and open, my pre-understanding
of the types of individuals who become infected with HIV (i.e. gay white men, prostitutes,
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and intravenous drug users) shaped the way in which I felt- embarrassed and humiliated. In
that moment, the role that social stigma and my own prejudices played in shaping my
understanding became very apparent.
As the years passed and the clients that I worked with shared their stories, I began to
approach my job from a new understanding. The women with whom I worked helped me
better understand what it might mean to be a woman living with HIV. As I connected with
these women, the divide between self and other dissolved. Ideas and experiences that were
once alien to me now became part of my understanding. As one of my conversation partners,
Cassandra stated, “just because we have HIV does not make us any different than you or
anybody else. We are human, we have feelings.”
Ricoeur states (in Wood 1991: 26), “the significance of a narrative stems from the
intersection of the world of the text and the world of the reader.” In this sense, the reader or
the listener of the story is the critical piece in analysis. Ricoeur further states that it is the
capacity of the narrative “to transfigure the experience of the reader” (Wood 1991: 26).
Through the process of examining my own prejudices and being open towards an orientation
of understanding, I began to re-understand and re-interpret my role as a medical case
manager and as a researcher. In addition, my newfound understanding served as the impetus
to why I choose to write about the stories of HIV-positive women. Herda (1999: 123) writes,
“when we make our own that which is said in the conversation or in a text, our horizon has
changed; the present (what is alien to us) has fused with the past (what is familiar to us)”.
Conversations and the sharing of stories also allow for the possibility of being bound
together in a new way. The following occurred at the end of my conversation with
Cassandra.
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Hamaseh: do you have any questions for me?
Cassandra: I just feel that there is more of a connection between me and you now.
Even though we talk a lot, I just feel more connected with you and honored that you
asked me to do this. And we cried together, I mean that meant a lot to me because you
never know who your friends are. So for me to share this feeling with you, it feels like
wow that I can call on Hamaseh and not feel ashamed and not feel as though you are
going to put me down for anything. I mean I know that in my heart and that means a
lot to me.
As readers of this text, we stand as new beings that hold the possibility of new worlds for
us to live in (Herda 1999: 88). The data presentations below are excerpts taken from my
conversation partners and are analyzed along with my own understanding, through the
categories mimesis, forgiveness and imagination.
Research Category One: Mimesis
I will never forget that day. It was a crispy cold San Francisco day and I was
in this big room with the counselor and she told me that I was positive, she just
told me point blank. The tone of her voice didn’t go up, it didn’t go down, it
just came out smooth. You are positive, you are HIV positive.
When she told me, the whole room got dark for me.
Geraldine, conversation partner, 2009.
Ricoeur states, that “it is the task of hermeneutics, to reconstruct the set of operations
by which a work lifts itself above the opaque depths of living, acting, and suffering, to be
given by an author to the reader who receives it and thereby change their acting” (Ricoeur
1984: 53). Thus, reading the story of another has the capacity to transform the reader in a
new way.
When we narrate or read our story, we are attempting to organize the events of our
lives into a coherent narrative that has a beginning, middle and end; we are in essence
imposing a temporal structure to the story. How have we chosen to organize or emplot these
events? Ricoeur states that when we articulate human expectations (prediction) and memory
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(history) we can say that there is time (Ricoeur 1984: 24). Each of Ricoeur’s points about
time and narrative correlate with pre-figuration (mimesis1), configuration (mimesis2) and refiguration (mimesis3). For the purposes of this text I have separated out mimesis1, mimesis2
and mimesis3 into separate sections; however, narratives place the past and the future within
the present by bringing together memory and expectation (Ricoeur 1984: 8). One is
constantly living within the mimetic spiral (Ricoeur 1984: 72). Said another way, every
moment of our life brings with it memories of the past and expectations for the future.
An essential feature to any narrative or sharing of a story is the concept of time. Time
in its pure state is disorganized and non-linear. Human beings through fiction try to
overcome this disorganization by imposing structure on time (i.e. telling a story that has a
beginning, middle and an end) (Ricoeur 1986: 4-8). Ricoeur describes the dilemma faced
when discussing the concept of time because time has no being since “the future is not yet,
the past is no longer, and the present does not remain” (Ricoeur 1986: 7). How then, can we
measure or explain something that does not exist? (Ricoeur 1986: 8). Ricoeur answers this
by stating that language is what creates a being in time (Ricoeur 1986: 7). When HIVpositive women, through language, share stories of what their past was like and what they
hope for in their future, they assert their being in time (Ricoeur 1986: 7). Ricoeur (1986: 52)
states that
between the activity of narrating a story and the temporal character of human
experience, there exists a correlation that is not merely accidental but that presents a
transcultural form of necessity. To put it another way, time become human to the
extent that it is articulated through a narrative mode and narrative attains its full
meaning when it becomes a condition of temporal existence.
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Mimesis Theme:
How HIV-Positive Women Have Re-Understood Their Lives
Mimesis1, is the pre-understanding of the world of action, “its meaningful structures, its
symbolic resources, and its temporal character” (Ricoeur 1984: 54). It answers the questions
‘what’, 'why', 'who', 'how', 'with whom' and 'against whom' (Ricoeur 1984: 54-6). Each of
my conversation partners discussed how they felt when they first found out they were HIVpositive and how that news gave them a new understanding of what their lives mean now,
what their future could be like, and how living life has a new meaning. When a woman first
finds out she has HIV, her understanding is based upon on her pre-understanding of HIV, her
own history, and prejudgments. One of the first questions I asked each of my conversation
partners was about the moment they first found out they had HIV.
Cassandra: When he told me [referring to the doctor in county jail], I thought my life
was gone. I was going to die right away. When I got back to my area in the jailhouse,
I remember jumping in bed and covering my head, just feeling ashamed. I kept asking
myself, why is this happening to me? In that moment I knew that I was going to die
and I felt as though on my forehead there were the letters H-I-V, and everybody knew I
had it.
Geraldine: I didn’t pass out [when I found out], it was just darkness. I felt a loneliness
that I cannot describe. In that moment I just felt like falling on the floor and just
burying myself in the floor. I wanted the dirt to just cover over me, like I wasn’t even
there. I wanted to just vanish and not have to deal with this, not have to deal with what
it now meant in my life.
For many of my conversation partners, reflecting on that moment from the past
provided them with an opportunity to re-live that event from their current understanding.
Although years had passed since being diagnosed with HIV, re-telling that event brought
each of my conversation partners back to that moment as they reflected upon how their preunderstanding of HIV played a significant role in how they understood their life then. Many
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reflected upon how society, the media and their family’s prejudgments of HIV contributed to
the shame and humiliation that many felt.
Tay: The media plays such a big role in adding to the stigma. They don’t ever say
anything positive about it; it was brought up as a death. Just because you have it
doesn’t mean you are going to die. The media also makes it look like certain people
have it. You know someone might look at me and go, she was in the elements and now
that she has the virus, now she wants to change in her life. That’s why a lot of times I
am fearful to really talk about this.
Cassandra: The guards in jail would wear masks, they would wear gloves, they
wouldn’t
even come into our unit. They separated us from the rest of the population, away from
everyone else who didn’t have HIV. We felt like everyone around us was saying- look
at those people that are caged up, they knew what we were, I felt like we had leprosy. I
felt like everyone was saying, she is HIV, she is going to die.
Another one of my conversation partners, Faith discusses how the prejudgments of
some members of her family still play a role in her life. She states, “one of my aunties, every
time I am pregnant and I tell her, she is like, is that really the right thing? I don’t know why
you are having kids when you know you are going to die.”
It is impossible to escape the pre-judgments of the world. Prejudices, although
commonly used with negative connotations, can also be opportunities towards imagining a
different possibility. “Faith,”still feels difficulty disclosing her status due to stigma. She
said, “I couldn’t bear to hear what people would say if they knew I had HIV. I hear how they
talk about other people who have HIV and I just didn’t want anybody to know.”
Mimesis Sub-theme One:
Emplotment: How Do You Wish to Tell Your Story?
An essential feature to any story is a plot. According to Ricoeur, a plot follows a
successive action, thought, and feeling, and displays particular directedness (Ricoeur 1991:
280). It requires a pre-understanding of time and temporal structures. The structural time
devices of narrative are not always linear and may include flashbacks, flash-forwards,
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repetitions, and ellipsis (Ricoeur 1984: 74). In addition, a plot confers a sequential
interconnection and integration on agents, deeds, and their sufferings into temporal wholes
(Ricoeur 1984: 74). They push the reader of the text along with the development of a story
and give the story an end-point, “which in turn furnishes the point of view from which the
story can be perceived as forming a whole” (Ricoeur 1984: 67). We as the reader expect an
outcome, a purpose to that which we are reading (Ricoeur 1990: 281). The conclusion of the
story is what attracts us to the whole process, so rather than being predictable, we must
believe that given the chain of events in a story, the conclusion is acceptable (Ricoeur 1990:
281). When one reads the stories of HIV-positive women, what is the conclusion? What
message does the totality of these stories give? Cassandra states that the message she would
give others is that, “HIV is not a death sentence. The message for positive women is to
accept themselves, deal with it, connect with other women and live. Live your life.”
As we begin to follow a story, we take steps towards bridging the gap between
historical fiction, or events that have already occurred, and fictional narrative, or storytelling
(Ricoeur 1990: 282). Narratives include a chronological dimension, or the act of
constructing meaningful totalities out of scattered events, and a non-chronological dimension
(Ricoeur 1990: 281).
In Time and Narrative, Ricoeur states that mimesis2, or the level of emplotment, is
where the narrator of the text configures the events of his or her life into a story by grasping
together and schematizing events (Ricoeur 1984: 68). Mimesis2 constitutes the pivot of
analysis by serving “as a turning point” and opening up the “world of the plot” (Ricoeur
1984: 53). In other words, the dynamic nature of emplotment is the key to the relationship
between time and narrative. Emplotment mediates between a stage of the “practical
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experience that proceeds it and a stage that succeeds it” (Ricoeur 1984: 53), it "transforms
the events or incidents into a story" (Ricoeur 1984: 65). Eplotting a story also involves the
inter-textual arrangement of events within the text, and the epistemology of time and beingwithin-time (Ricoeur 1984: 65).
The narrator connects his or her “understanding and intuition by engendering syntheses
that are intellectual and intuitive at the same time” (Ricoeur 1984: 68). By emploting the
events of a story, the narrator engenders the theme of the story with the characters, episodes,
and “changes of fortune” (Ricoeur 1984: 68). How have the HIV-positive women in this text
understood their lives now? What meaning did they draw from their lives after finding out
they were positive? For many of my conversation partners, the process of connecting with
other individuals who were HIV-positive allowed them to understand and re-interpret their
lives in a way that gave them hope. Cassandra discussed at length how being around other
HIV-positive women was the first time in which she realized that there was a possibility to
live with HIV. The following is a brief excerpt from that conversation:
Cassandra: [When I went into a drug treatment program] I realized there was hope
because we [referring to the other women in the program] shared the same thing; we
went through the same thing. We had different stories, but it was the same- homeless,
addiction, self-esteem and HIV. I remember thinking wow, if they can do it, I can do
it. I didn’t know how to accept that, I wasn’t ready. But because of these women,
these powerful, powerful women, they convinced me that it would work for me.
Conversely, another conversation partner, Geraldine, discussed the obligation she felt to give
back to her community by educating them about HIV and letting them know that they too can
live with this illness.
Geraldine: You know for me Hamaseh, the biggest thing was to connect with the
people in my community. I grew up here since 1958, this was 1988, and I knew so
many people who were IV drug users that I wanted to tell them that I was HIV positive
and I wanted to empower them. I wanted to tell them, this is what we can do together.
Therefore, I always had that goal that dream to be able to talk about it freely.
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Similar to Geraldine, many of my other conversation partners said that once they saw
that living with HIV was possible, it became important for them to share that message with
their community. Five of my conversation partners actively participate at university and
community events in order to share their stories with others. These women believe that
creating a forum where others hear about their lives provides an opportunity to help decrease
the stigma associated with HIV, and invites others who are living with HIV to come forward.
Geraldine: You know I talk a lot at meetings and share my story with others and you
know after some of those meetings, you would be surprised Hamaseh, how many
people come up to you afterwards and pull you to the side and tell you- hey I am HIV
positive too, how do you do it? How can I do it? It amazes me and lets me know that
I need to keep talking, I need to keep sharing my story because I am touching
someone in that room.
Since being diagnosed with HIV, each of these women has found that the process of
connecting with others continues to give them strength to live with HIV and to continue
living their life without shame. As Cassandra said, “I find growth in it, every time I talk
about my HIV.” As these women explain it, they are living with HIV; HIV no longer lives
with them.
Cassandra: I will never forget how I felt that day and what I went through. That
memory will always stay with me. Now though, I know that I am not alone. Even
though all of us go through different things, we are all the same. I can connect with
that. It is a blessing if I can help somebody today. I just feel good that I am able to
stand up on my own and do this because 21, 20 years ago there was no way.
Mimesis Sub-theme Two:
Broadening the Horizon of Understanding
Mimesis3 is the intersection between the world of text and the world of the hearer and
reader (Ricouer 1984:66-67). The act of reading a story is “our connection to the capacity of
a plot to model our experiences” (Ricoeur 1984: 71) and thus serves as the operator that
“joins mimesis3 to mimesis2 (Ricoeur 1984: 77). It is “the final indicator of the refiguring of
the world of action under the sign of the plot” (Ricoeur 1984: 77). The process of interacting
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with the text creates the opportunity to walk away with a new understanding of what it means
to be a woman living with HIV. A reader who engages the stories from HIV-positive women
brings his or her own pre-understanding to the text. As the reader derives a new
understanding of the world, the hope then is that new understanding will lead to action. It is
the task of hermeneutics, Ricoeur (1984: 53) writes, “to reconstruct the set of operations by
which a work lifts itself above the opaque depths of living, acting, and suffering, to be given
by an author to readers who receive it and thereby change their action.”
Through the process of shared understanding and meaning, the reader appropriates
stories of these women to his or her own understanding. Kearney believes that when we
project new worlds it provides us with projects of action (Kearney 1998: 149). By
broadening our own horizon of understanding, we bring together and equalize that which was
once alien to us and in essence appropriate HIV. This level of understanding also carries with
it the responsibility to act. Ricoeur believes that each of our actions are intertwined with the
actions of everyone else (Ricoeur 1995: 88) and “not acting is still acting: neglecting,
forgetting to do something, or letting things be done by someone else” (Ricoeur 1995: 157).
One way towards understanding and action is Heidegger’s concept of Dasein or beingin-time. Heidegger states that the process of self-interpretation is the process of making
sense of the events in our lives by placing them in a wider text (Heidegger 1962: 24-28).
Mimesis3 also relies on imagination, hope and vision for the future. One of the requests that
I posed with my conversation partners was that they reflect back on the story they narrated
for me and talk about what new understanding and new vision they now have about life.
Dani: I am happy now you know? I think to myself it has been 18 years, no
medication, I am healthy, I haven’t hand any illnesses or anything, so I feel like I
have a lot more years ahead of me. When I first found out I was positive, I kept
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counting down the moments until my death instead of counting down the moments
that I was living. Every day that goes by, I think to myself, I am still here.
Some of my conversation partners reflected on how for the first time since being diagnosed,
they now have hope and see the world around them in a new way.
Geraldine: I have a lot of hope today. I have a bunch of hope. It has been about 20
years that I have lived with this, but I still have hope Hamaseh and there are still some
things that I want to do and I will do. I want to touch somebody’s heart and let them
know that this doesn’t take away your womanhood and that you can live with this. It
doesn’t take anything away from you as a person.
My other conversation partners discussed how they are doing things now that they never
thought possible. Cassandra stated that when she first found out she was positive, the
possibility of getting married and finding someone that would love her seemed impossible.
However, through the process of connecting with others, education herself about HIV, and
doing her own personal therapy has allowed her to live in her life in a way she never thought
possible.
Cassandra: Listen my life is just beginning. And being HIV-positive does not mean
death, it does not mean your life is over, it does not mean nobody is going to love
you, you are never going to have sex and all that, you know? Look I just got married
and I am having sex, he is negative and that is big. I deserve it; I am doing the work
out there. This empowered me even more, this gave me more hope. My hope is
getting big and big every day because of what I do.
Research Category Two: Forgiveness
It is hard, but you have to have a strong mind. Either you are going to let
this disease take control of you, or you are going to take control of this disease.
Faith, conversation partner, 2009.
Forgiveness as a concept can bring forth many different ideas to the readers of this text.
Some might think it means forgetting, or that forgiveness should only be granted if the
perpetrator of the offence recognizes his or her wrong doing. Many religions believe that
forgiveness can only be granted by God and still others believe that one must grant
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forgiveness unconditionally. It is therefore important to understand that when I use the term
forgiveness, I mean it within the theoretical framework of hermeneutics.
Ricouer believes that forgiveness belongs to the same family as joy, wisdom,
extravagance and love (Ricouer 2004: 468). Forgiveness for Ricouer is possible because
love exists and last forever, it “endures in a more excellent manner than any other gift”
(Ricoeur 2004: 468). Ricoeur further states that, if we have love, a concept that surpasses
and exists in everything, then love does not keep score of wrong or sins that others have
committed against us (Ricouer 2004: 468). Love is permanent in everything and therefore
does not exist in the limitations of time; there is nothing that love cannot face (Ricouer 2004:
468).
Cassandra: I have forgiven and now I want people to know that I am here for them. I
want to be so supportive around HIV and the stigma. I want to do that. For me what I
get out of that is growth, I am reaching someone. Every time I share my story with
another woman, I learn something new; I learn how to develop my own strength. My
hope is that other women will also gain strength in hearing my story.
Forgiveness is unconditional; it is without exception and without restriction. It does
not presuppose a request for forgiveness (Ricouer 2004: 468). What does exist therefore is
the disproportion between the depth of the fault that occurred and the height of forgiveness.
Forgiveness should not be looked at as something normal or commonly done; instead, it is
something that is exceptional and extraordinary. As my conversation partner Cassandra
stated, “It can be hard, so what they [referring to other HIV-positive women] need to do,
what I did, is start connecting with other women”.
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Forgiveness Theme:
How Remembering and Forgiveness Have Helped
HIV-positive Women Heal
In “A Dialogue between Paul Ricoeur and Sorin Antohi,” Ricoeur states that
forgiveness is a personal act, an act from person to person that does not concern juridical
institutions (Ricoeur & Antohi 2005: 14-25). Ricoeur also speaks of an appeased memory, a
word he often associates with forgiveness. He states, “the appeased memory does not seek to
forget the evil suffered or committed. It seeks rather to speak of it without anger” (Ricoeur
& Antohi 2005: 14-25). How do women who have HIV begin the process of speaking about
their diagnosis without anger, without pain? How do they come to understand their diagnosis
in what Ricouer (Ricoeur & Antohi 2005: 14 calls, “happy memory or memory without
resentment, without anger?”
Cassandra: You have to accept yourself, forgive and move on. Don’t stay stuck. Don’t
stay stuck. Yes we can get on that pity pot and that is okay, but don’t stay there. Get
up, stand up as a woman and move on. Being on that pity pot is a dangerous place to
be and what is it going to do? You stop living, you give up hope and you don’t have
anything to live for. Once I accepted that I had HIV, and this is who I am, I branched
out. I am standing up for who I am. As an African-American woman that needs to
help other women to stand up for who they are and be strong. There is hope. There is
hope in this, you are not dying and they need to believe that. You need to take the
steps to get there.
Another conversation partner, Faith, shows how powerful forgiveness can be in even helping
one heal from something as traumatic as sexual abuse. In the excerpt below, Faith discusses
how forgiving her stepfather and other painful memories from her past have helped her live
life.
Faith: I remember when I was seven-years-old, I was raped by my stepfather, and I
mean at first I was mad, but I don’t know, I just can’t hold a grudge. God will deal
with him when he stands before him. I have people in my life that love me and I love
life. I mean I love to shop, to go out and just be alive and healthy. I can’t let this
disease just take control of my life. I like being in the free world, I like being able to
walk around.
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The excerpt above serves as a reminder that while some events from the past may be too
emotional to even remember, re-remembering those events and forgiving can unbind us from
the pain and open the door towards living life in a new, hopeful way.
Forgiveness Sub-theme:
Re-remembering and Blocked Memories
In Memory, History and Forgetting, Ricoeur states that forgiveness happens in the
wake of memory (Ricoeur 2004: 457). Therefore, before we can forgive, we have to reremember the event. What happens however, when we lock a traumatic event such as having
HIV from our memories? Many of my conversation partners stated that before they were
able to forgive, they had to accept and work through the trauma of being HIV-positive.
Faith: After I found out, I just put it in the back of my head. I mean to me, I didn’t
have it, I denied that I had it. I knew that I was healthy and I didn’t look like I had it.
So I just built and lived my life as a normal teenager and I did things that a normal
teenager does. I went shopping, I hung out with my friends, I went to parties and
dated guys. I just lived my life and didn’t think about HIV.
Cassandra: I didn’t tell anybody that I had it for at least two years. I just kept it to
myself and let me tell you, holding that secret was so heavy for me. I mean, I felt as
though I had this big sign on my forehead that said I have HIV. I felt like everyone
knew it, even though I didn’t tell anyone. I just blocked it out of my mind as much as
I could, although I knew I needed to talk about it.
Ricoeur addresses the issue of blocked memories by reflecting on the work of Freud,
specifically his essay on “Mourning and Melancholia.” Ricoeur starts by unfolding the
concepts of mourning and melancholia. He defines mourning as the “normal reaction to the
loss of a loved person or some abstraction,” say being healthy (Ricoeur 2004: 71). Freud
defines melancholia as, a “profoundly painful dejection, cessation of interest in the outside
world, loss of the capacity to love, inhibition of all activity, and a lowering of the selfregarding feelings to a degree that finds utterance in self-reproaches and self-reviling, and
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culminates in a delusional expectation of punishment” (Freud 1917: 277). Ricoeur states that
the work of mourning “can be compared to the work of remembering, and can be liberating”
(Ricouer 2004: 72). He further states that, “the work of mourning is the cost of the work of
remembering, but the work of remembering is the benefit of the work of mourning” (Ricoeur
2004: 72). For each of my conversation partners, working through the pain of the loss of
health or the loss of what they thought their identity once was, happened with time and when
they began to connect with others about their HIV status. Ricoeur writes, “memory does not
only bear on time: it also requires time - a time of mourning” (Ricoeur 2004: 74). For Freud
and Ricoeur, the mourner moves forward in life through the process of remembering and
recognizing that which has occurred (Ricoeur 2004: 73). When one remembers something as
having occurred, in essence one is remembering oneself (Ricoeur 2004:1).
Ricoeur states that we have “nothing better than memory to guarantee that something
has taken place before we call to mind a memory of it” (Ricoeur 2004: 7). In order for my
conversations partners to begin forgiving, they had to access the events in their past and reremember (Ricoeur 2004: 6). Forgiveness for Ricoeur runs through the horizon common to
memory, history and forgetting (Ricoeur 2004: 457). The women in my research were able
to discuss how re-remembering the events from their past with the knowledge and experience
they have now helped them forgive. The following excerpt, taken from my conversation with
Dani, is representative of how each of my conversation partners felt.
Dani: When I first found out I had HIV I just felt dirty. I didn’t really know how to
think about it. Looking back on it now though, I have survived; I have been able to
live with this. I am glad I didn’t give up. I look at my beautiful kids now and they
remind me to forgive myself for the things in the past, they have taught me how to live
with this. I just have to keep moving forward.

	
  

80	
  

Ricouer also talks about the relationship between the words forgiving and giving. The
correlation “between the gift and the counter-gift” of exchange seems to reinforce Ricoeur’s
hypothesis that the request for and the offer of forgiveness balance one another in a
horizontal relation (Ricouer 2004: 458). The problem of forgiveness, according to Ricoeur is
to “recover the heart of the horizontal relation of exchange, the vertical asymmetry inherent
in the initial equation of forgiveness” (Ricouer 2004: 457). In other words, realizing that
there is an unequal exchange that is at the heart of selfhood. Said another way, let us imagine
looking at forgiveness as the stage of exchange. Ricoeur asks, “has anyone asked us for
forgiveness?” He states that this very question presupposes that if an individual asks for
forgiveness, there would have been an acceptable answer. This assumption is directly
opposed to the primary characteristic of forgiveness. Forgiveness is unconditional (Ricouer
2004: 478). Ricouer also states that it is important to look at forgiveness not as a gift or
something that one gives another. Giving obliges giving back; giving secretly creates
inequality by placing the givers in a position of condescending superiority; giving ties the
beneficiary, placing him or her under obligation, the obligation to be grateful; giving crushes
the beneficiary under the weight of a debt he cannot repay (Ricouer 2004: 478). Instead of
looking at forgiveness as an exchange that happens between self and another, we can first
start by imagining oneself in another. This way of thinking has helped a number of my
conversation partners forgive painful events in their lives. In remembering the day her
stepfather sexually assaulted her, Faith describes the way in which she was able to unbind the
event that occurred from her stepfather.
Faith: My stepfather raped me when I was seven and I forgave him. I cried, I was in
pain; I even went to the hospital, but I forgave him. I knew that God would deal with
him and I let it go. I remember even telling my mom that I forgave him and she just
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looked at me like, you are just a child what do you know about forgiveness? But I let
it go. I just couldn’t hold on to it.
When one reads the excerpt above, it may be difficult to imagine how even as a
young child, Faith was able to forgive. Ricoeur asks the question, “what force makes one
capable of asking, of giving, of receiving the word of forgiveness?” (Ricoeur 2004: 486).
Ricoeur turns to the concept of selfhood and the ancient symbolism of unbinding and
binding, a term discussed by Arendt (Ricoeur 2004: 486). Unbinding and binding as a pair
implies a sense of action and plurality. Unbinding occurs in relation to forgiveness and
binding occurs in relation to a promise that is made (Ricoeur 2004: 486). Arendt goes on to
state that forgiveness lies at the intersection between the act and its consequences. Ricoeur
agrees with Arendt in stating that the act committed should not be attributed to the agent (the
person who is asking for forgiveness) (Ricoeur 2004: 486). Ricoeur further states that
forgiveness should do more, it should at the very least release or unbind the individual who is
asking for forgiveness from his or her act (Ricoeur 2004: 486). The act of unbinding
therefore emphasizes and gives power to the being that is capable of forgiveness.
One of my conversation partners discussed how powerful the act of forgiveness was
for her. She discussed how it allowed her to let go of the pain she was holding and made it
possible for her to be there for other women.
Cassandra: [If I were to meet a woman who was newly diagnosed], I would give that
woman a hug and let her know that it was okay. You are not alone. I would support
that woman and hold her hand until she reached the point where she could stand up
on her own two feet. I would let her know that, you don’t have to be ashamed
anymore. This is who you are and it is okay.
Forgiveness is a process of reconciliation and a search for justice. We also encounter
this sense of justice when our history encounters memories from our past, when we
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remember things that we had once forgotten. Forgiveness can also give us permission to
have hope and imagine our lives in a different way.
Research Category Three: Imagination
You know even though I get depressed sometimes, it has been about 20 years that I
have lived with this, but I still have hope. Hamaseh there are still some things that I want to
do and I will do. I want to touch somebody’s heart and let them know that this doesn’t take
away your womanhood and you can live with this. It doesn’t take anything away from you as
a person.
Geraldine, conversation partner, 2009.
Kearney believes that imagination is “an indispensable agent in the creating of
meaning in and through language” (Kearney 1998: 142). Imagination is not limited to a
vision, but rather is understood in terms of language. According to Heidegger, Kearney
explains that imagination is formative in that it produces a particular image that is both
receptive and productive (Kearney 1998: 145). This productive power of “imagination is
primarily verbal,”…and…“imagination comes into play in the moment when a new meaning
emerges from out of the ruins of the literal interpretation” (Kearney 1998: 148).
The reading of the narratives of HIV-positive women creates the opportunity to
imagine the world in a new way. The function of imagination therefore provides “an opening
onto possible worlds which transcend the limits of our actual world” (Kearney 1998: 149).
Ricoeur states that we cannot understand imagination as something that exists within the
confines of a visual model, but rather to understand the “poetic role of imagining” (Kearney
1998: 145). Imagination in this way has the “ability to say one thing in terms of another,
thereby creating something new” (Kearney 1998: 145). It has the capacity to compare,
shape, differentiate and connect seemingly different things (Kearney 1998: 48).
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Imagination Theme:
How Imagining the Possibility of a Future Has Helped
HIV-positive Women Live
In “The Poetics of Imagining,” Kearney states that imagination is a great gift of human
experience and lies at the very heart of our existence (Kearney 1998: 1-5). Imagining is such
an immediate and inextricable feature of our experience it is easy to take it for granted, to
assume it as a given (Kearney 1998: 1-5). Imagination has the ability to convert the given
confines of the here and now into an open horizon of possibilities (Kearney 1998: 1-5). Its
transcendental ability allows one to move freely through time and thereby “abstract,
synthesize and totalize the notion” of being (Kearney 1998: 49). Through the process of
imagination, it is possible to reflect back on the past and project to the future all that can be.
Heidegger claims that there exists a three-fold nature to imagination, that which forms
images of the present; that which recalls images of the past; and that which anticipates
images of the future (Kearney 1998: 50). One of the questions I asked each of my
conversation partners was if they had an opportunity to imagine whatever they wanted for
their future, what it would be. Geraldine said that she would want to learn how to continue
living with HIV and she is still hopeful that one day the scientific community will be able to
create new medicines that will allow her and other positive women to live longer, healthier
lives. For many of my other conversation partners their future was finding opportunities to
connect with other women and young girls.
Cassandra: I would like to be somebody that can stand up to the world and help
women. I know I can’t save everybody, but I just want to put a little hope into their
lives and be able to share the experience that I went through and what happened to me.
If my story and my struggle can help one woman, or even one girl, then it’s worth it to
me. As women we need to connect with each other and support each other.
Dani: I would want to talk to girls. I would tell them to love themselves and don’t
hurry to grow up. There is no rush, everything can wait. Just go out with your friends,
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enjoy life and always use a condom. Take responsibility for yourself. If your
boyfriend pushes you into having sex, then you can tell him to wait. If he really cares
and loves you, he would not put your life at risk.
I also found that for some of my conversation partners, they wanted to help others who are at
the same age they were when they tested positive for HIV. For these women, sharing their
life story with others also provided them with another way of re-understanding and reinterpreting their life.
Faith: I would love to talk to young girls who are positive. I would tell them my
story. I would say that I found out I was positive when I was 12 years old and I was
having unprotected sex, and it’s a scary feeling to grow up thinking that no one will
accept you or even think how are people going to view me? Will they neglect me or
reject me? You know that is a very scary feeling and you know you just have to
protect yourself and you have to think about yourself and other people.
The ability of imagination “to spread its wings beyond the timeless now into the nether
regions of no-longer and not-yet” (Kearney 1998: 2) has helped many HIV-positive women
to see their lives in a way they never thought possible. Ricoeur states that the symbolic
power of imagination has the power to transform given meanings into new ones and enables
“one to construe the future as a horizon of hope” (Kearney 1998: 147).
Cassandra: For me, the moment I realized that I could have hope that I could live with
HIV, happened after I went into a drug treatment center for HIV-positive women. I
remember hearing these women talk about their stories and thinking wow, if they can
do it, I can do it. Because of these women, these powerful, powerful women I was
convinced that it would work for me.
Ricoeur states in Kearney (2004: 40), that when we talk about imagination, what matters is
less the content of the image and more the function of the images. The specific function of
imagination encompasses both an intentional projection of the possible meanings and the
“schematizing synthesis of the many under the guise of the same” (Kearney 2004: 40).
Schematizing, according to Kant, is the association of a concept with a mental image (Kant
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1781). For many women who are living with HIV, imagination can serve the function of
projecting into the future the possibility of living and seeing life beyond their present
moment.
Amber: When I was accepted into a drug program for positive women, I saw all these
women talking about it, dealing with it and not ashamed of it. That gave me hope that
I could deal with it too. I mean I told myself, this is my life, who says I am going to
die? Those women in the program had been diagnosed a lot longer than me, some
seven, eight years. So that made me realize there is hope. I started connecting with
those women and just started talking about my story. Eventually I got off heroine and I
started getting on methadone. From there my life took a different turn. I can live now.
Through the process of connecting with others, many of my conversation partners similar to
Amber began to understand their life in a new way. Many of my conversation partners in
turn, have begun the process of sharing their stories with newly diagnosed women in the
hopes of giving them strength and courage to move forward.
Imagination Sub-theme One:
The Message Newly Diagnosed Women Should Hear from
Other HIV-Positive Women
The worse thing you can do is isolate yourself. When you find out you have HIV, you
start to write your own eulogy. In the beginning, I was counting down the moments
until my death instead of counting down the moments that I was living.
Dani, conversation partner, 2009
For many of my conversations partners, their life experience from the moment they
found out they had HIV to their present can serve as a metaphor for other HIV-positive
women that it is possible to live and to imagine another way of being. Heidegger argues that
the “transcendental ego is rooted in the productive imagination which projects the unification
of all actual and possible representations” (Kearney 1998: 49), it imagines everything that is
and can be. I also asked each of my conversation partners about their own experience, as I
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wanted to know, based on that experience, what they would tell a woman who was newly
diagnosed with HIV.
Geraldine: I would tell her just to take it day by day. You may feel overwhelmed
with everything, but you need to take things one-step at a time. In time, you will
learn how to live with it, just like I did. I would tell her that I felt how she is feeling
now, I felt scared too, but I learned to live with it. She needs to give herself time and
reach out for support. You do not have to go through it alone.
The importance of making a personal connection with other women who are HIV-positive is
a common thread that ran through each of my conversations. The women from my research
stated numerous times that the best way any HIV-positive woman can learn to forgive and
have hope for her future is by connecting with others who are positive. When I reflect back
on many of the statements my conversation partners have shared with me, I am reminded that
the strength of their statements comes from their unique life experience. As a result, it
becomes increasingly important for HIV-positive women to continue to share their stories
and life experiences with others.
Amber: I would tell her my story, how I contracted it. That you cannot blame anyone
in life for it, you just have to hold your head up high, that is all you can do. You can’t
sit down and feel sorry for yourself, because life goes on. It’s something that
happens, that’s life. I would help her to understand that people are dying from cancer
quicker than they are from HIV these days. Things are different now. You have a
chance.
To be able to reflect on their own past experiences, has allowed many of my conversation
partners to imagine oneself in another. The excerpts above illustrate how many of my
conversation partners have re-understood their lives and are now able to share with other
HIV-positive women how they can live with HIV. Experiences in life can also provide us
with an opportunity to share, connect and teach others. The experiences and lived stories of
my conversation partners, along with other HIV-positive women provide an important
opportunity for policy reform and in reconfiguring current health programs. Many of my
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conversation partners stated that if they had the opportunity, they would educate others on
how to protect and educate themselves about HIV.
Imagination Sub-theme Two:
Ways to Educate Young Adults on How to Prevent
the Spread of HIV
I would tell them my story and I would be for real about my story.
I would tell the kids to protect themselves.
Take responsibility. Take personal responsibility.
Tay, conversation partner, 2009
The rate of HIV infection in the United States alone makes it clear that this pandemic
is increasing among young people, especially among African-American women (Durham &
Lashley 2010). In light of this factor, I asked each of my conversation partners to reflect
back on their lives to tell me what lesson or teaching they would share with young people
about how and why to protect themselves from HIV. The excerpt below was taken from my
conversation with Geraldine.
Geraldine: I would tell them that they will always have time to experience sex. Sex
was around before them and it will be around long after them. I also tell them not to
judge the other person based on appearance. You never know who has it; you can’t
judge it based on how someone looks. I also tell them to always use protection no
matter how pretty or how fine someone is. Even though they might tell you they love
you and you have so much fun with them, but you have to ask yourself what do you
want to do? If I guy really cares about you, he is going to use a condom. You know
sometimes people in the heat of passion want to feel or they say wearing a condom is
uncomfortable or whatever, for me its about protecting myself too. I stand firm on
that, so if you don’t want to use a condom then that’s it. Even if someone tells me
they love me, its like ok I love you too, but I love me.
The message that each of my conversation partners gave was how important it was to
take personal responsibility for your self and your body. They each reflected on how fast
young adults are to jump into a situation without reflecting on their own life. As Dani stated,
“there is no rush to grow up, take your time. Sex will be there down the line.” Another
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conversation partner, Amber stated that, “when it is all said and done and you go your way
and he goes his way-, at least you know you protected yourself.” As the researcher and
someone who works with HIV-positive women, I have often reflected on how many of the
women with whom I work discuss how one way to prevent the spread of HIV is to take
personal responsibility for one’s well being and use a condom every time one engages in any
kind of sexual intercourse. Many of these women have discussed how sharing their stories is
one way they hope to educate other’s on how to protect themselves from HIV.
As the reader interacts with the text and imagines what life is life for many women who
are living with HIV, he or she has the opportunity to imagine the world beyond every day
judgments, experiences and life. In addition, the hermeneutic imagination is not “confined to
circles of interpretation … [because]…by projecting new worlds also provides us with
projects of action” (Kearney 1998: 149). Kearney (1998: 149) states “the metaphors,
symbols or narratives produced by imagination all provide us with imaginative variations of
the world, thereby offering us the freedom to conceive of the world in other ways and to
undertake forms of action which might lead to its transformation.” He further states “the act
of reading is the ultimate indicator of the refiguring of the world of action under the sign of
the plot” (Kearney 1998: 165). The process of sharing the stories of HIV-positive women
can also guide public policies and current HIV clinics to re-imagine alternative ways to
provide a more authentic experience.
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Imagination Sub-theme Three:
Suggestions for Public Policy and Current
HIV Clinics
I love the clinic, from my doctor to my social worker.
Geraldine, conversation partner, 2009
Kearney states that the function of imagination is to disclose unprecedented worlds
and to “open onto possible worlds that which transcends the limits of our actual world”
(Kearney 1998: 149). He further states that the metaphors and narratives produced by our
imagination all provide us with imaginative variations “of the world, thereby offering us the
freedom to conceive of the world in other ways and to undertake forms of action, which
might lead to transformation” (Kearney 1998: 149). I asked each of my conversation
partners to reflect back on their experiences at the various medical clinics, drug treatment
programs and support groups they had attended since being diagnosed with HIV. I then
asked them if they had the opportunity to design their very own program, what they would
include.
Amber: I went to a drug treatment program on the island and it was for women who
were in their addiction and had HIV. What really helped me was seeing all these
women who were like me, and hearing them talk about their status, their life and just
not be ashamed of it. Connecting and hearing their stories gave me hope that I could
deal with it too.
Faith: Talking and sharing me story with others helped me. I was in the capital
offenders group when I was 16 and that group just taught me that it was okay to talk
about what I was going through and that it could be helpful for other people to hear
my story. I was surprised how many of the others girls went through the same thing I
did. Being able to share with them made me realize that I wasn’t alone.
The common theme for each of my conversation partners was the importance of being in an
environment that was safe and where each could open up and share her story. Each of my
conversation partners in some way touched upon how listening to the stories from other HIVpositive women helped them imagine that it was possible for them to live with HIV.
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Ironically, the stories that they have shared set before the readers a proposal for imagining
their worlds in new ways. Through the process of reading and interacting with the text,
public policies, HIV programs and clinics can reconfigure their organization to reflect an
authentic reality. Ricoeur (in Kearney 1998: 167) elaborates on the former by discussing the
concept of the ideological and the utopian. He writes, “ideology is the symbolic
confirmation of the past and utopia is the symbolic opening toward the future are
complementary.” He further states that “once cut off from each other, they fall into extreme
forms of political pathology: the one incarcerating us in the past, the other sacrificing us to
the future” (Kearney 1998: 167). In addition, ideologies that are sets of pre-established paths
that were laid down by past traditions are equally sick if not directed towards some future
goal or utopia (Kearney 1998: 168). HIV programs and public policies need to honor and
remember the history and past traditions of those they serve, while orienting themselves
towards the future in an authentic way.
Summary
Chapter Five presents and discusses the analysis of the themes: how HIV-positive
women have re-understood their lives since being diagnosed; what role remembering and
forgiveness have played in helping them live a more authentic life; and how imagining a
future has helped them live positively with HIV. Additionally, I analyzed sub-themes,
including: suggestions for ways public policies and HIV clinics can reflect a more authentic
reality of what it means to be a woman living with HIV; what message a newly diagnosed
women should hear about ways to deal with her status; and finally ways to educate young
adults on how to prevent the spread of HIV.
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I used the research categories of mimesis, forgiveness, and imagination to guide the
analysis of the themes that were generated by the narratives told in my research. Reinterpreting their lives occurred for many HIV-positive women once they were able to
connect with other women who were living with HIV. In addition, the process of
remembering and forgiving the painful trauma of having HIV allowed many of my
conversation partners to imagine a future that has hope and has allowed them to help people
working in organizations, others living with HIV, and those designing prevention programs
in understanding how to live more authentically. Chapter Six finalizes this dissertation with
a summary of research findings, implications, recommendations for future research, and a
final reflection.
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CHAPTER SIX: RESEARCH FINDINGS AND IMPLICATIONS
PREPARING FOR NEXT SEASON’S HARVEST
Learning must go beyond … to include understanding as well as a
change in our present and our history – a fusion of horizons that happens
when we make our own what was once alien (Herda 1999: 129).
Introduction
Chapter Six provides a summary of my research, which includes a review of the
research study, the theoretical framework that guided my research, the research process and
my findings. I also discuss the implications of this research and suggestions for further
research. The dissertation concludes with my personal reflections regarding the research
experience.
Summary of Research Study
This research study explores the challenges, successes and lives of selected HIVpositive women. Through the medium of language, these women shared their stories and
illustrated the unique obstacles, prejudices and accomplishments they face. Through the
process of conversation, these women have shared their experiences, describing how reremembering their past through the lens of forgiveness has helped them create an identity of
hope and a newly imagined future. Although each of my conversations partners were at a
different stage in their own process of accepting their HIV status, the thread that ran
throughout each of their stories, was a desire to move through the pain and trauma to a place
of healing. Many of my conversations partners discussed the unique role that social support
played in helping each of them take these first steps. In addition, having a conversation
about one’s trauma can be a difficult process; however it was moving to find that a number
of my conversation partners discussed how rewarding the process of sharing their story had
been. Several of the women I spoke to stated that, through the process of talking, they
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realized how far they had come in dealing with their painful past. Furthermore, hearing these
powerful women share stories of overcoming trauma, learning to forgive in the face of
stigma, and believing that they will have a hopeful future, allowed me an opportunity to see
my world in a new way. When one listens to the stories of others, it can provide one with a
broader and richer lens to view his or her world.
In order to provide a context for this research study, I present the history of HIV
globally, within the United States, among HIV-positive women, and explore the role that
gender inequality plays in being diagnosed with HIV. This literature review also provides
additional background for the study by discussing the anthropological history of social
stigma, the unique social and medical factors facing HIV- positive women, the specific ways
that HIV affects African American women, and a summary of critical hermeneutics, which
provides the theoretical framework that helps guide this study.
Critical hermeneutic theory explores human action through language and
interpretation. The spoken word and sharing stories can help others in our community
imagine a different way of being; they help communicate our worlds, our history and our
future. The broadening of understanding is the necessary consequence of language, and is an
integral part of understanding our past and can give us hope for the future. Within the critical
hermeneutic tradition, I focused on the works of Ricoeur and Kearney, who offer theories
relevant to understanding my three research categories: mimesis, forgiveness and
imagination. My research categories helped guide the conversations with each of my
participants and provided the boundaries for data analysis. Once I collected data from the
transcribed conversations and interpreted them in light of my own experiences and
understandings, I narrate a plot that illustrates that life does not end with an HIV diagnosis.
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The themes that emerge out of the data were how HIV-positive women have re-understood
their lives since being diagnosed, how remembering and forgiving has helped these women
heal, and how imagining the possibility of a future has helped HIV- positive women live a
hopeful life.
The Research Findings
Through conversations with my research participants, analysis of the text, and
reflection about my own understanding, the findings for this research are grouped into the
following discussions (1) the value of re-understanding an individual’s story, (2) reremembering, forgiving and moving forward with active hope, (3) imagination and hope as
ways towards healing, and (4) education and prevention of the spread of HIV.
Finding #1: Re-understanding An Individual’s Story
Ricoeur states that “stories are told and not lived; life is lived and not told” (Ricouer
1991: 425). When an individual narrates his or her life story, the memories of the past and
the expectations for the future are woven together to create a rich tapestry of that life. The
process of that narration provides the narrator with an opportunity to re-understand the
moments of the past with the experience of the present. Narrating a story involves reflection
about the plot of a life story and the message each individual wishes to convey about his or
her life. The life of an individual is lived, moment by moment. It is only through the process
of sharing each story that the sum total of all those moments creates a picture of that life.
Each of my conversation partners stated that listening to the stories of other HIVpositive women helped them to re-understand their own life. For many of the women in my
research, hearing other stories that show that life does not end with an HIV diagnosis allows
them to imagine and plan for a future. Whether sharing her own story or listening to the
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story of other HIV- positive women, each of my conversations partners reflected on the
power that listening and sharing stories holds for them in terms of imagining a hopeful
future.
While these findings show the role that shared stories have in enabling women with
HIV to live in active hope, the opportunities to share such stories do not often occur. This
finding reinforces the importance of establishing support groups as an integral part of the
treatment process and including story sharing as part of that ongoing treatment.”
Finding #2: Re-remembering and Forgiving
Few people would argue that forgiving a traumatic; life altering event is not an easy
process. Ricoeur believes that forgiveness should not be looked at as something normal or
commonly done; instead, it is something that is exceptional and extraordinary (2004: 468).
Furthermore, Ricoeur (2004: 457) states that forgiveness happens in the wake of memory. In
other words, before we can forgive we have to re-remember the event. The sharing of a life
story is one way in which HIV- positive women can begin to remember the events of the past
with the experience of the present and the hope for the future. Many of my conversation
partners discussed the anger, numbness and betrayal they felt upon hearing that they tested
positive for HIV, a diagnosis misunderstood by many of them as being synonymous with
death. Each of the women in my research were able to discuss how their own process of
working through the pain associated with their loss of health occurred when they connected
with other HIV- positive women and began listening to each other’s stories. For many of
these women, it was the first time they heard other positive women say that it was possible to
live with HIV. Furthermore, that having an HIV diagnosis did not take anything away from
them as women. Several of my conversation partners stated that connecting with other
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positive, powerful women, allowed them to unbind the negative associations they had about
what it means to have HIV, from who they were as individuals. The above experience of my
conversation partners can be an example of what Ricoeur calls unbinding and binding.
Ricoeur believes that unbinding occurs in relation to forgiveness and binding occurs in
relation to a promise that is made (Ricoeur 2004: 486). Said another way, unbinding can
allow an HIV- positive woman to separate the negative concepts historically associated with
having an HIV diagnosis from who she is as a person. This process has allowed many of my
conversation partners an opportunity to release or unbind themselves and gives power to the
being that is capable of forgiveness.
The process of connecting with others allowed many of my conversation partners to
mourn their losses and to work through the trauma of discovering that they were HIVpositive. Through these connections, many of these women were able to adopt a new and
healthy understanding of themselves as women who are living with HIV. Ricouer states, “the
work of mourning is the cost of the work of remembering, but the work of remembering is
the benefit of the work of mourning” (Ricoeur 2004: 72). According to Ricouer, the mourner
moves forward in life through the process of remembering that which has occurred (Ricoeur
2004: 73). Once painful memories are remembered, those doing the reflection have the
opportunity to begin the process of forgiving. Forgiveness gives permission to have hope
and imagine life in a different way.
Finding #3: Imagination and Hope
Imagination provides an “opening onto possible worlds which transcend the limits of
our actual world” (Kearney 1998: 149). Further, imagination has the ability to convert the
given confines of the here and now into an open horizon of possibilities (Kearney 1998: 1-5).
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Imagination also plays an integral role in the act of forgiveness. When one can imagine his
or her world in a new way, it opens the door to forgiving the traumas of the past and moving
towards a horizon of hope. It is through the process of imagination that individuals can
reflect back on the past and project what they hope for in the future. Many of my
conversations partners discussed how sharing their life story and listening to the stories of
other HIV- positive women gave them an opportunity to re-understand and re-imagine their
life in a new way. Many of the women in my study discussed initially feeling stuck in their
own pain and fear of the unknown. However, the act of hearing other positive women say
that it was possible to live a healthy life provided an invitation to move forward. Kearney
(1998: 2) states that imagination allows us to spread our wings “beyond the timeless now into
the nether regions of no-longer and not-yet.” Imagination has helped the HIV- positive
women in my research see their lives in a way they never thought possible. For many,
imagination serves to project into the future the possibility of seeing life beyond the present
moment.
Finding #4: Education and Prevention
Through the process of sharing their narratives, forgiving, and imagining the
possibilities of a future, each of the women in my research provide suggestions on ways to
prevent the spread of HIV and educate and inform public policies and current HIV clinics on
how to provide care that is more authentic. For many of my conversation partners, one of the
primary ways to prevent the spread of HIV is through education and reminding individuals to
take personal responsibility for themselves and their body. Each of the women in my
research reflected on how fast young adults often jump into a situation without reflecting on
their own life. Many young adults often do not advocate and negotiate condom use with
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their sexual partners. As one of my conversation partners reflected, “when everything is said
and done and you go your way and he goes his way, you want to make sure you did not end
up with HIV.” Almost all of the women in my study lecture at various high schools
throughout the San Francisco Bay Area, believing that the most effective way in educate
young adults is including stories of those who have HIV.
While general education about personal responsibility continue to be important in
preventing the spread of HIV, including the sharing of life stories can enhance that process
by creating a connection between those who have learned by experience and those whom
they wish to teach. Through the process of reading and interacting with such stories, those
who design public policies and those who run HIV programs and clinics can reconfigure their
approaches to reflect an authentic reality. In addition to helping to prevent the spread of
HIV, incorporating such stories are also important because they allow HIV programs and
public policies to honor and remember the history and past traditions of those they serve
while continuing to authentically orient themselves towards the future.
Implications for Practice
This research project has significant and direct implications for education and
prevention and program and policy development. These practical implications for HIV
programs, public policies and prevention programs include (1) refiguring HIV programs,
policy planning and prevention programs to include narratives of HIV- positive women, (2)
addressing the stigma associated with an HIV diagnosis by changing the way individuals
appropriate such a diagnosis and (3) improving the social support offered to HIV- positive
women as they learn to live actively and joyfully beyond the HIV diagnosis.
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1. Refiguring Leadership in HIV Programs, Policies and Prevention Programs
In order for HIV support programs, public policies, and prevention programs to
become more authentic, it is important for each to incorporate the narratives of those they
serve. The inclusion of HIV- positive women in the design, decision and evaluation of
programs and policies creates an opportunity for shared responsibility and authenticity. One
practical way to implement this is to invite HIV- positive women from various backgrounds
and stages of accepting their HIV status, to join the advisory boards and planning committees
of HIV focused programs. At a minimum, this implementation would give a forum for HIVpositive women to have their voices heard. In addition, it can ensure that the services
program and executive directors wish to implement are useful to the population they are
serving. Furthermore, services that are not useful can be modified and reconfigured.
In discussing Arendt’s Communications Concept of Power, Habermas (in Hinchman &
Hinchman 1994: 212) defines the concept of power and leadership by stating that “power
corresponds to the human ability not just to act but to act in concert.” He further states that
“power is never the property of an individual; it belongs to a group and remains in existence
only so long as the group keeps together” (Hinchman & Hinchman 1994: 212). In the
context of this text, this means that for prevention and HIV programs and policies to remain
effective, power needs to be shared by all members of the organization and community.
Inclusive leadership allows participation by all members of the community and ensures that
efforts are authentically aligned with needs.
2. Narratives as a Means of Reducing Stigma
Ricoeur (1994) states that narratives “transfigure the experience of the reader.” When
we hear the story of another, we have the opportunity to examine our own prejudices and
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begin the process of imagining what life must be like for another. Herda (1999: 123) writes,
“when we make our own that which is said in the conversation or in a text, our horizon has
changed; the present (what is alien to us) has fused with the past (what is familiar to us).”
The intention of this research is to create such an opportunity for the reader. As readers
absorb the stories within this text, they can begin to understand HIV in a new way. One
practical way of implementing this is to provide more opportunities for HIV- positive women
to share their stories at Universities, HIV focused conferences, high schools, and other
relevant public events. A number of my conversation partners discussed how they have been
invited to share their stories at various medical schools, high school, and conferences. Such
venues allow audience members and listeners of the text to become active participants in the
process of understanding. Many of my conversation partners discussed how putting a face to
HIV allows the listener an opportunity to understand the human side of HIV. In addition,
sharing their stories often eliminates the secrecy and shame commonly associated with HIV.
In conclusion, the sharing of narratives creates an invitation to no longer see it as a virus that
only infects ‘those people,’ but rather as a virus that infects mothers, daughters, sisters, and
human beings. Conversations and sharing stories allow for the possibility of being bound
together in a new way. When the connections we form with others are authentic and we see
ourselves in another, alienation and ostracization becomes alien.
3. Social Support and Shared Narratives as a Means of Living beyond HIV
Habermas (1985: 141) states that a “community lets us know that we are connected to
others and are part of a social group that is valuable, and thus we ourselves are valuable.”
Many of my conversation partners discuss the alienation and shame they each felt upon
hearing their diagnosis. This experience shared by many of the women in my study was
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supported by the research included in my review of literature, which concludes that HIVrelated stigma has been associated with being stereotyped and feeling separated from others
and, in turn, has caused a loss in social status and discrimination (Galvan et al. 2008: 424).
The common thread among each of my conversation partners was the importance of
connecting with other women who are HIV- positive. Social support was essential in helping
many of the women in my research feel valued and accepted. In addition, it also helped them
learn techniques on how to manage their HIV status in a healthy way (i.e. learning how to
take responsibility for their own physical well being). A number of my conversation partners
stated that hearing other women who had been living with HIV longer than they had, allowed
them to imagine the possibility of having a future, having healthy children, and being
accepted and loved by others. As one of my conversation partners stated, “I am no longer
living with HIV, HIV is living with me.”
Suggestions for Future Research
My research project shares with the reader the stories from a select group of HIVpositive women who are living in the San Francisco Bay Area. There are still many more
women, men and children whose stories have not yet been heard. Research areas for further
consideration may include the following:
1. Researching Other Individuals Who Are Living With HIV
Further research on the topic of HIV might also include the narratives of men,
children and women who live outside of the San Francisco Bay Area. All of my
conversation partners had the privilege of receiving their medical care at one of the premier
hospitals in the United States. In addition, none of my conversation partners pay for any of
their antiretroviral medication and all had access to individualized attention by
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knowledgeable medical specialists. Other individual who are HIV- positive may not share
these privileges. Therefore, including narratives from more diverse group individuals may
create a more encompassing view of how HIV is addressed in other geographic regions or
among different gender or age groups. Furthermore it would be interesting to see of social
connections among this group would be as effective as it was for the women in my study.
2. Gender Inequality and HIV
Although my literature review includes a section on gender inequality and HIV, there
is more to be said about this topic. The statistics are clear; HIV continues to infect women at
an astronomical rate, especially women that live in low to middle-income countries and are
from an ethnic minority group. Furthermore, women in many countries and nations do not
share equal rights to money and in society as men do. Further research on the role of gender
inequality and HIV is necessary in order to accurately address HIV prevention and treatment.
Even during the writing of my research the city and county of San Francisco cut a great deal
of services to HIV- positive women. Some of the services that were eliminated provided
women with health care, mental health treatment, and harm reduction techniques.
3. Narratives from Individuals who’s Lives have been touched by HIV-positive people
As a medical case manager working with HIV- positive women and children, I
believe more needs to be written about the medical providers, family members, social
workers, and friends of people who are living with HIV. Including these stories can further
demonstrate the encompassing effects of HIV. This concept reminds me of an advertisement
launched by the retail chain Aldo. As part of their campaign to raise money for HIV, they
published a picture of a famous celebrity with the caption, “I have HIV. If one of us has it,
we all do.” At the heart of this slogan is the message that HIV affects more that just the
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individuals who are infected. When more of these individual come forward and share their
experiences, perhaps as a society it can move us closer towards seeing oneself in another.
Personal Reflections from Researcher
I can still vividly recall sitting in the waiting room at the Women’s HIV Program five
years ago. At the time, I was unaware at the extent to which the HIV- positive women, with
whom I would be working with, would teach me about how to value living. Their collective
stories have allowed me to see the extent to which stigma and ignorance can further isolate
individuals. Furthermore, their stories have also allowed me to appreciate the role that social
support, forgiveness and shared understanding can play in allowing individuals to move
forward in life. Herda (1999: 128) states that “the interpretation of the text is complete when
the reading of it releases an event in our lives; it helps us to understand each other in a new
way, and helps us learn how to begin addressing the social challenges of our day in a
different light.” I am still amazed as to how the process of language and conversation with
the women I work with now has reconfigured the way in which I see HIV. When I first
started working at my current job, I brought with me my own preconceived ideas and
prejudices about what it means to be a woman with HIV. Through the process of working
with my clients, I no longer see them as women with HIV; I see them as mothers, daughters,
sisters, as human beings.
I hope this research has contributed to understanding some of the challenges,
successes and lives of selected women who have HIV. In addition, I hope I have shown that
through the process of remembering their past and learning to forgive, these women have
created an identity of hope and a newly imagined future. In conclusion, I am thankful for the
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women who have shared their stories with me; they have truly taught me the meaning of
Living Positively.
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Appendix A: A Global View of HIV Infection, 2007

(UNAIDS 2008 Report on the Global AIDS Epidemic 2008: 5)
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Appendix B: Estimated number of people living with HIV, 1990–2007

(UNAIDS 2008 Report on the Global AIDS Epidemic 2008: 4)
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Appendix C: Percentage of adults (15+) living with HIV who are female, 1990–2007

(UNAIDS 2008 Report on the Global AIDS Epidemic 2008: 8)
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Appendix D: Letter of Invitation and Research Questions
University of San Francisco
Letter of Invitation and Research Questions
Date
Participant’s Name
Address
Dear Ms:
I am conducting research on how through forgiveness and imagination, women are living
beyond their HIV status. As a woman who is living with HIV, I would like to meet with you
in order to discuss your feelings around what it means to be a woman living with HIV and
what ideas you may have for designing programs and public policies that reflect your
everyday needs.
I am writing to you now to invite you to participate in my research by engaging in
conversation with me for about one hour to discuss your personal history, your feeling and
experiences living with HIV.
In addition to the opportunity to share your ideas, I am seeking your permission to record and
transcribe our conversations. By signing the enclosed consent form, our conversations will
act as data for the analysis of the context I have described. Once transcribed, I will provide
you a copy of our conversations so you may look it over. You may add or delete any section
of the conversation at that time. When I have received your approval, I will use our
conversation to support my analysis. Your name, the data you contribute, and the date of our
conversations will not be held confidential.
While our conversations and transcripts in this research are collaborative, the writing that
comes from them is the researcher’s product, and may include some editing by the
respondent. By signing the consent form, you are therefore consenting to forgo anonymity
under these conditions. You also acknowledge that you have been given complete and clear
information about the research, and that you have the option to make the decision at the
outset about whether to participate or not, and can withdraw at any time without any adverse
consequences.
Below you will find a series of proposed questions. These questions are primarily for use as
guidelines to direct our conversation. My hope is that our conversation provides an
opportunity for us to learn something together through the exploration of the topic I have
described.
•
•
•
	
  

How did you feel about yourself when you first found out you were HIV+?
Looking back, were those feelings accurate?
How did you see yourself prior to contracting HIV?
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•
•
•
•
•
•
•
•
•

How do you see yourself now? Beyond HIV?
What role has forgiveness played in helping you heal?
When you found out you were HIV+, were you able to tell your family?
Did your loved ones play any role in helping you deal with your status?
What helped you move forward in your life in a positive way?
Tell me about the future you imagine?
If you had the opportunity to speak to young people about how to protect
themselves against HIV what would you tell them?
In ten years, how do you hope others in your community will see HIV?
If you could design a program/curriculum to teach them, how would you design
it?

If you are willing to help me with my research, and if you have time to meet with me,
please contact me so I can arrange a meeting time. I can be reached by email at
hkianfar@dons.usfca.edu, by phone at 415-202-0942 and by mail at 2130 Fulton Street,
San Francisco, CA 94117.
Sincerely,

Hamaseh Kianfar
Researcher, Doctoral Student
University of San Francisco
Organization and Leadership
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Appendix E: Letter of Confirmation
University of San Francisco
Letter of Confirmation
Date
Participant’s Name
Address
Dear Ms:
Thank you very much for allowing me the opportunity to have a conversation with you
exploring the question on how through forgiveness and imagination, women are living
beyond their HIV status. I am writing to confirm our meeting on
_______________________________. Please let me know if you need to change our
arranged date, time or place.
With your permission, I will tape record our conversation, transcribe the tapes into a written
text, and submit it to you for review. I would like to discuss our conversation again and
include any follow-up thoughts and comments you might have. Please know that data for
this research is not confidential.
The exchange of ideas in conversation is the format of participatory research. This process
encourages you to comment upon, add to, or delete portions of the transcripts. In addition,
this process allows you the opportunity to reflect upon our conversation, and possibly gain
new insights into subjects. Only after you have approved the transcript, will I proceed to
analyze the text for conversation.
Again, I thank you for your generosity in volunteering your time and energy. I look forward
to meeting with you, and to our conversation.
Sincerely,
Hamaseh Kianfar
Researcher, Doctoral Student
University of San Francisco
Organization and Leadership
Email: hkianfar@dons.usfca.edu. Telephone: 415-202-0942.
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Appendix F: Thank you and Follow-up Letter
University of San Francisco
Thank you and Follow-up Letter
Date
Participant’s Name
Address
Dear Ms:
Thank you for having taken the time to meet with me on ___________________. I
appreciate your willingness to participate in my research project. I believe our conversation
will be a valuable part of my dissertation.
I have attached a copy of the transcribed conversation. This transcript once reviewed and
approved by you, will provide the basis for data analysis which, in turn, will eventually be
incorporated into an exploration of the issues related to the lives and experiences of HIVpositive women. As we have discussed, data from this research are not confidential.
Please take some time to review the attached transcript and add changes or clarifying
comments you believe are appropriate. I will contact you in two weeks time to discuss any
changes you have made.
Again, I thank you for your generous participation.
Best Regards,
Hamaseh Kianfar
Researcher, Doctoral Student
University of San Francisco
Organization and Leadership
Email: hkianfar@dons.usfca.edu. Telephone: 415-202-0942.
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Appendix G: Research Conversation Transcript
Pilot Conversation
October 2, 2008
Location: Rita da Cascia (in the community room).
Present: Ublanca and Hamaseh Kianfar
Time: 10:07AM on a humid day.
Mimesis: Pink
Forgiveness: Blue
Imagination: Green
HK : So I guess I want to back up a little bit and just remind you of what we talked about
earlier. The whole point of what I am doing is I want to be able to collect and gather stories
from women who are living with HIV and to really talk about what some of the barriers are,
how they have dealt with it and also what message they have for other women who are going
through the same struggles or even if you had an opportunity to talk to a group of 7th graders
what would you tell them to change in their life? So let’s sort of first talk about, well bring
me back to the moment when you first found out you were positive.

UA: whew. Uhm. I was at the nail shop and I was going to get my nails done, well I was
going to get them done and before I got to the door the smell just was like overwhelming and
made me nauseous. So I was like ok I don’t get this nauseous just going in the nail shop so I
think something could be going on. So I left and I went to Walgreens for whatever the
reason was, and I went to get pregnancy test. Went back to the nail shop covered my nose
and went back to the bathroom did my little test and it came up positive. So I was like wow,
you know and that was like an 8 year gap between the last time I had a child.
HK: how long ago was that?
UA: that was in ‘80, I mean that was in ‘97. I found out in ‘97 wow. So I went to the doctor
to find out to, you know I wanted to make sure, to confirm. At that time I was going to South
East health center and I wanted to see the doctor just to confirm and make sure that test was
accurate. So I went to the doctor and she did another test and she was like yeah its positive
and we are going to do a blood test to make sure. Now at that time it was voluntary that you
know did you want to take an HIV test. Now prior to my appointment, I would see like
different kind of billboards on the street advertising for HIV and so little things that kinda
like I thought to myself, I fit that category.
HK: like what?
UA: like you know IV drug users or having sex with, you know being bi-sexual. You know
just little things that could cause you to have HIV and tuberculosis. Actually, I think at that
time it was more about tuberculosis, we were in that kind of phase. You know you would
hear that gay white men getting AIDS and so forth. I remember at that time I was working at
housing and there was this guy I can’t think of his name, but he was the director and he was
gay and he was sick and he you know just died taking AZT. And that was really the first
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time you know I heard about AIDS and so it was like kind of hmm ok, well this guy was kind
of on the down low so kind of made me, you know little things that kept my inner spirits kind
telling me go on and take that test, go on and take that test. Not thinking any more of taking
that test and not even knowing that my friend was positive at the time [referring to her
neighbor, which she will bring up later] he was an IV drug user and I had no idea he had
AIDS. So I took the test and I guess it came back on Friday. I remember getting a call on a
Friday of all days, a get a phone call on a Friday saying you need to come in Monday and see
us on Monday. All weekend the anticipation was like, well maybe it’s a false positive or
maybe I got some sexually transmitted disease or just something, you know any common
thing. So I walk in there and most of the people who went to the clinic knew me. You know
different family members would go to the clinic there and I remember I went in this room
and you see a social worker, my doctor, another lady, the little police officer and I was like
wait a minute am I like under arrest? Like what did I do? You know, what have I done?
And I remember my doctor just saying- are you okay? And I said, yeah I feel good, I feel
fine. So she was like, well you know I am here to tell you that you are pregnant and you are
8 weeks along and you are HIV positive. And I had this emptiness, I mean I don’t even
remember what my reaction, I mean I didn’t even give a reaction. Like I was just numb. I
was just, it was just like I felt like everything inside of me, it just confirmed everything that I
was feeling inside of me. Everything that I had seen on the billboards it just all kind of added
up and it just sort of made sense. So I am still like in awe. So I am wondering, so why did
you need all these people in the room to tell me this?

HK: so let me ask you this, so when they told you, you were positive it made sense to you
that you would have HIV because it matched all these things that you read?
UA: because, yeah. I fit that profile. Because of the fact that the lifestyle, the people and
being out there and being in that lifestyle and like I am saying after you know, knowing that
he used drugs [referring to her husband], finding out that he was using drugs and doing it to
the extent of needles and later on finding out to the extent that he was bisexual. So it took
me a long time and I mean six years after knowing him for 6, 7 years being in a relationship
and having to find all that out after the fact it was just like I still remember it. I still don’t
remember what my expression was, I didn’t give any expression, I didn’t have any feelings, I
was just like it was a situation that put you in this mind frame. It reminded me that I am
Catholic, so now what do I do? Do I have an abortion or do I keep my baby? You know
where do you balance what is right and what is wrong? You know I was just really like, you
know I need to go home and I need to like really process all this. But mind you in the middle
of me needing to process all of this, my son’s father is sitting in the room with the doctor and
everyone. He is just sitting there this whole time and he has not said not one word.
HK: so he had heard what they all said?
UA: he had every word of what they had said. He already knew he was positive, but it was
kind of like I think for him, he felt a sigh of relief, like phew because now he was thinking I
don’t have to tell her anything. I don’t have to say anything to her anymore, it’s already out
there. But it could have, I mean the expression he had on his face was like- well well it could
have been anybody who gave it to you. You could have gotten it from anybody, you could
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have gotten it from your pastor, you could have gotten it from wherever and however. At
that time, I didn’t even know how it was transmitted or how you get it, I didn’t really know
anything about this disease. You know of course, you’re in the hood and when you are in the
hood you don’t have those types of conversations about you know about what is going on in
the world, all you think about is how you are going to live day-to-day, you think about how
you are just going to make it. I mean, I knew it was a nasty word, but I just didn’t know to
what extent it was nasty. So when I went back to my house, I had a neighbor that was gay,
he was a friend. And I told him, you know I went to the doctor today to talk about my baby
and he [her neighbor] was like how is everything going? And I was like everything is fine,
but they told me I had HIV. And I remember he broke down and he cried, I mean he
screamed to the top of his lungs and I am thinking like, ok this must really be some bad shit.
HK: I mean did you know what HIV was?
UA: I didn’t really know anything about it.
HK: I mean you heard of the word?
UA: I heard of the word, but I never connected it to anybody in our community. Nobody I
knew, that I knew of. So it was like, I mean even with my best friend, I mean he was like
God damn, like how did it go down like that? How did you get this?
HK: he was like what the heck was going on?
UA: he was like what the hell is going on? I mean I remember asking him, why the hell are
you breaking down like this? And he was like Blanca I’ve been HIV positive and at the time
it was like well over 10 years. Ok, now I am thinking, ok this is some gay shit. I mean it
was like what the hell is going on? Wow. So it was at that point that I wanted to ask
questions about it, ‘Cause I needed to know about it. But everything that he was telling me
was more from a males perspective. He was telling me how he got it, but I didn’t really
understand. I mean he was telling me that all I needed to do was take all this medication that
had all of these side-effects and if I took it, I would be alright. But for me that wasn’t good
enough. At that time, I was still at a point where I could still have an abortion, but I am also
at a point where I was thinking that this baby changed my life. Being pregnant changed my
life, my baby is a miracle baby. I mean I had a norplant under my arm so for me to get
pregnant at that time, it was just like it was meant for him to be here for whatever reason.
And it wasn’t just like it was meant for him to be here, but I think for me it was God’s way of
getting my attention that something was going on, something was going terrible wrong with
my body and I didn’t know about it. And I already had other children that had to care for.
So it kept me with that ok, how do I do this, what do I do? And my doctor told me I got
these great people that will take you in and they will care for you, but I still didn’t know.
HK: didn’t know what HIV was.
UA: didn’t know what HIV was and I understand that you guys want to care for me, but I
need to really get an understanding of what this is. But it was never really clear for me what
it was. My doctor tried to explain it, about how I could have gotten it, but it really didn’t add
up, it didn’t fit into what I had seen in my kid’s father. It didn’t fit and I like always thought
that I gave it to him, I always felt like I gave it to him.
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HK: why?
UA: being a woman, thinking that you are a woman and you have a vagina and you know, I
thought that I gave it to him. Believe it or not, but to that point I never had a sexually
transmitted disease, yeast infections anything sexually transmitted. So can you imagine
never having nothing and then going to the ultimate. I was just like. I jumped over, you
know that is just like somebody who doesn’t drink, doesn’t smoke weed, doesn’t do anything
and then all of a sudden goes straight to heroine or methamphetamine, you know some of the
strongest drugs you can find. I mean how do you skip over this stuff and just go to the
ultimate high?
HK: so take me back there. When you finally figured out what HIV was, what did you think
about yourself?
UA: I mean it wasn’t what I thought about myself, I knew the only think I was really
worried about is how can I make sure that my baby is ok, be healthy and safe. You know and
at that point I needed to make sure that all my kids were healthy and safe, so it was like, I
needed to get all my children tested because you know the knowledge that I was given that it
was IV drug use, it could have been IV drug use, I never had a transplant so that didn’t fit me
or I assumed it was some bisexual behavior, so that’s when I think it kind of reversed in the
sense that.
HK: but you weren’t an IV drug user?
UA: well it reversed because I started thinking that I had dealt with men, you know my
second husband I knew he used drugs, I knew he messed with drugs, I knew he was bisexual,
I knew that for a fact. But my son’s father, he knew prior to messing with me cause of his
lifestyle. I knew that he had a bisexual lifestyle prior to being with me. But when he got into
drugs, he started mainly with the drugs. But he never up until the day, I mean up until a
week before he passed away never said he was sorry. He never, I never, I guess I always
thought I needed that from him. I needed to hear him say sorry or like be able to tell him
that- you did this to me and he was always, all the way up until the hospital, I remember him
saying- you will be with me until the day death do us part. At the time I thought to myself
well yeah of course, I mean we have a child together and we will always be connected to you
in some kind of way, but I really didn’t understand what he really meant till the day he died.
I never really got what he meant by- we will be together till death do us part.
HK: did you forgive him before he said he was sorry? Or did you need that from him?
UA: yeah I forgave him. I needed to forgive him because I remember growing up at the age
of 11 I was on my own and I had to find my way in life and in our home sex was not talked
about, nothing about sex, nothing. I had to forgive him because similar to how I grew up, in
most black homes you don’t talk about sex in depth, I mean it’s just not talked about. So I
really couldn’t be mad at him, or I couldn’t really be upset because if you don’t know, if you
have no knowledge of something than you are only acting and doing based on what you feel
and on what you know. You know it took me learning about all this about learning what
happens when men ejaculate and how things go up and down that made me realize that
maybe it wasn’t me that gave it to him.
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HK: so at first you blamed yourself?
UA: I blamed myself at first until I learned more about the transmission rate of women
giving it to men.
HK: so how long did you blame yourself?
UA: a good 5-6 years.
HK: so what was that like just being in that mind frame where you thought now I have this?
UA: uhm. Total isolation, total scared to be close to somebody, talk to somebody. My thing
was from the day I found out that I was positive, I really never wanted to infect anybody else.
I mean till this day, I don’t want to ever do anybody the way I was done. It was really
selfish, it was careless.
HK: so let me ask you this- I am putting myself in your place for a minute and imagining
that I have just blamed myself for 5 years that I did this to this person, how could I do this?
You know feeling bad about myself, and then finding out that he was actually the one that
gave it to me and he knew that. So talk about how you felt when after this whole time, you
find out that he gave it to you and he knew he did.
UA: so I go back to him and explain to him this is my understanding of this. So he told me
he was tested in jail and this woman [a nurse] gave him a false negative paper and he gave
that to me. He tested positive, he knew he was positive, but he gave me the negative one. So
I asked him, this is what I found out that this is spread this way. So I think I got it from you.
So after I said that, it enticed a fight and you know he didn’t want to admit his fault. So we
ended up talking and he opened up about his bisexualism. And I started explaining it more to
him. So I believe that he really didn’t understand about this, you know we spent time
educating each other about it. I remember one time he asked me- what is the one thing you
want from me and I told him, just don’t do another woman the way you did me. And I
respect him because he didn’t. So I told him, just practice safe sex whatever you do and
whoever you do it with. I mean I gotta carry this baby.
HK: so you had a reason to move forward, you had a reason to forgive?
UA: I don’t know if I had a reason to forgive, I just believe that the strength that I have, I
mean the child of God that I am, I am not one to hold a grudge.
HK: where does that come from? A lot of women can’t get over that, a lot of women have
that anger and that blame that they can’t get over. How did you get over it?
UA: I put myself in church and as I put myself in church and as I began to read, I can’t do
Gods work, it says love your neighbor the way that you love yourself, treat people the way
that you want to be treated, that’s a model that I have tried to always carry out. I always felt
like life has to go on, either we make it or we don’t, but life goes on one way or another.
You know I had support, I had that one friend [referring to her neighbor] that had been living
with it, so when I didn’t know about it or when I needed to talk about it I would go back and
talk to him. Because it was like a thing that you had to keep quiet. We had this model as a
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kid- don’t burn a bridge you might have to cross one day. I didn’t know what that bridge
might have been, so I just kept things to myself. I was depressed for a long time.
HK: so besides for your neighbor friend, did you have anyone else? I mean I think the role
of social support is important. Did you have social support did you have family? Tell me
when you first told family, what did they say?
UA: the first person I told was my dad, because that is my best friend, that is my everything.
You know I use to always tell him, dad you get to take a lot of secrets with you. My dads
reaction was- what do you want to do with yourself. And I thought what do I want to do for
myself? I don’t know. And that’s why I think I am sharing this with you to see how we can
process or sort out what I am thinking or feeling. Because I am telling you for the first 9
months I was numb.
HK: What about other people in your family, did you tell anyone else besides your dad?
UA: I didn’t want to, I mean my mother- wow. I remember being at a family event and
everyone was there, my brothers, my mom, everyone. Somehow my mom found out I was
positive and she just announced in front of everybody- you all know that Blanca is dying
right? I mean she thought that this is what I deserved for being with women. Like this is
what I get. I never had her support.
HK: Not having that support must have been depressing?
UA: I couldn’t get depressed, I was just numb. I kept focusing on what I had. I didn’t have
enough knowledge HIV at the time, I didn’t have time for self- pity, I just had to focus on
what to do so that my baby could be healthy?
HK: that has to be hard, to do it alone? Knowing that you did not have the support of your
family.
UA: it was very hard, but I have always been alone and I just had to adapt to it. Because I
was always looked at as the black sheep in the family and the family never really involved
me in anything anyway. So I created my relationship with God and I let him protect me and
keep me and put people in my path that I needed. And my dad and my friend were my
world. My dad even came to live with me because he was like, I just need to be there. His
thing was like, he felt a lot of guilt too, because he felt like he should have taught me more
about condoms and how to protect myself. My dad kept telling me that because so much
trauma had happened to me before I left the house, that he didn’t want to add to it. And you
know I use to always tell him, you know that there was really not much that you could have
done, I think for the most part you did the most appropriate thing. And he know he was
really just there for me, so that made me feel good that he didn’t beat me up, he didn’t put me
down, he didn’t judge me, he just continued to love and nurture me as his daughterunconditionally, even though I had HIV. But he always assured me that this was something
that we had to keep, this was nothing that you shared with your family, people can’t handle
this, this is not something that you put out there.
HK: why? Tell me why?
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UA: my children are very protective of me and now with no knowledge in the black
community, in the ‘80s and ‘90s, if you had this, you died. So it was like, it would be more
drama.
HK: what about the stigma?
UA: the stigma at that time would have been more that I was bisexual and that this came to
you because you are bisexual and that if you had just stayed home this wouldn’t have
happened to you. You are the black sheep and I knew this would happen to you. You know
if you felt like you needed something to be confidential, that was something that you kept to
yourself, because you just did not talk about it. My dad was cool, he never judged anyone.
He was out there, he was a pimp, he was selling drugs, you know he did it all. So it was
really nothing new to him.
HK: let me ask you something, you know a lot of times people think that HIV is for gay men
or IV drug users, that this is something for those people. So how would you give the
message that this can happen to anybody? How is this something that is beyond the IV drug
user, sex worker?
UA: well see, it goes back to if you don’t talk about sex in your home and you are not
educating your child to protect themselves from whatever, that’s where it starts. If you don’t
have anybody that you can talk to or you can confide in. I mean growing up, I would see
crack-heads in the door ways and I would think that is the type of person that could get
anything. You know, you always thought those people were the ones that would get things.
But I grew up at a young age and had to learn things quickly. I think what really changed
things for me about HIV and really getting it, was growing up I always had this burning
desire to be in the criminal justice system. When I finally got the opportunity to go inside a
jail house and work, that is what really changed my outlook on how heterosexual women get
HIV. I mean for me you see, I was bisexual for a long time and I was with women, so that is
why initially I never really understood how I got HIV. It wasn’t until I went to the jail
setting and I saw that there was a world outside of the world, that I finally got it. And I have
to tell you, I was devastated. I think that is when the real depression of all of this set in for
me.
HK: why was it so depressing, tell me more.
UA: seeing the behaviors. Seeing men that I knew from the streets who said they were
straight, but were sleeping in the same bed as another inmate, or wanting to be housed with a
certain inmate. You know you just, I put it together. This is a nasty world. Here were these
guys sleeping with other men inside jail, but on the streets said they were straight. And I
couldn’t say anything, I mean when I started working in the jails I signed an oath that what I
saw in jail, I couldn’t carry out. So from that moment I realized that I needed to get out
working in the justice system and teach women and educate the women. So I went over to
the other side of the jail house, where the women were and it was just horrible. It was just
horrible to see what I saw. I mean you have the deputes over there sleeping with them, you
have the trustees sleeping with them and you have to prostitutes coming right off the streets
and you got all this stuff just spinning around. And this one goes home to his wife and these
women are going out and there and they are prostituting and it was just out of control. It
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changed my mind. This was not a just a gay white man’s disease, this is an everybody’s
disease and anybody can get this.
HK: Ok. So given that knowledge, if I were to tell you now imagine that you could talk to a
group of kids, what would you teach them, what would be the message you would give them
as to how we can prevent spreading HIV?
UA: you know my walking impression, I like to dress-up you know that. I would go in dress
to impress and the trivia would be to find something on me that would make you feel like,
this is a person I would not want to sleep with. What about me? I would give them a good
few minutes. I would walk up and down and I would want my arms to be exposed, my legs
to be exposed, I would want as much as my body exposed that would be appropriate for 7th
graders so they can look, I want you to look and find something that would make you not
want to sleep with me. Of course kids like that 3rd degree, they like the opportunity to try
and figure things out. If everybody was to sit back and look at me and then give me an
answer, I am sure it would be Ok well, you got wrinkles, or you got a little bit too much fat
here, but nothing abnormal.
HK: you mean nothing that would say you have HIV? So what would be the message in
that?
UA: the message to that is, HIV does not have no face, it has no color, it doesn’t have a
look, it doesn’t have any style, in time you can probably tell that someone is really sick is
when they are full blown and it’s at that point where given that person’s lifestyle where you
might look at them and say- this is somebody that I wouldn’t deal with. And I think the other
thing that I would want the girls to know is that it is ok to say no and if he can’t respect no,
even if you tell him, I need you to wear a condom and he says no, then you need to pull your
clothes up because no is no. And also, I think the education needs to be it doesn’t have to be
full penetration like you think. Penis have semen that can leak out and can do just as much
harm as a full penetration. These things are not talked about. I think it would be those things
that would get kids to start asking questions about.
HK: Yeah. You know a lot of times I will work with clients that are newly diagnosed, I
mean I remember this girl I use to work with and she found out when she was in a hospital
bed that she was positive. And she was telling me that she just wanted to rip all the cords out
of the wall when she found out she was positive because she was so angry. But let’s say that
I could take you with me the next time I talked to someone who is newly diagnosed, what
would you tell her to help her see that this is not the end of it?
UA: wow that is a good one. I have been in that position. But I’ve always told people
whatever you are facing and whatever you believe in, right now you need to tune into that.
Tune everything else out and you need to get in touch with this. And I want you to look at
me and know that some of the process that you are going through, I had to go through in
order to stand here and be as beautiful and as healthy as I am. But get in touch with yourself
and be able to ask the questions you need to be able to ask.
HK: what if that person says, you know what I don’t have faith, I don’t have spirituality,
then what?
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UA: then if you don’t have spirituality, then my next thing would be- what can I do, what
questions would you ask me to help you get through this?
HK: so you’re message would be, that this women needs to educate herself.
UA: you have to educate yourself. Because I didn’t have a reaction when I found out, so
when people had a reaction I wanted to know why, what were they thinking, what was
running through you, why were you feeling that way? You later find a lot of times people
think this is a plague, like what you find in the Bible. They think that I just got this plague
that I can’t get rid of. And you know everything runs through your mind, what will be kids
think, how’s my man going to react, because I would rather be dead then to face the world,
because ever body is going to look at me. I mean it’s like being a lesbian, you go out and tell
somebody your gay and people want to step away from you because they don’t understand it,
they don’t know what it is, it’s a fear. It’s a fear of the unknown. I mean I think that most of
my barriers, most of my struggles that I feel in my life is a fear of the unknown. I am always
in fear of that unknown because of how that unknown was given to me, so it was hard for me
to take a step forward because I was afraid. Even at my age now, it is hard for me to take a
step forward because of that unknown.
HK: so what keeps you moving forward? Because you are going to school now, so what is it
that keeps you moving forward? What is it that motivates you?
UA: the only thing that motivates me is that I can’t give up on my dreams. I feel like my
faith carries me and I don’t know why. Because if you don’t move forward it gets you in a
lot of self pity. I mean I struggle with school. But I have to keep moving forward, it’s me.
And also you know just having these talks with you. You may not realize it, but just having
a conversation and talking about life and when you tell me about new statistics you have read
on HIV or this, it helps me you know, it helps me to stay focused and move forward.
HK: if I were to ask you to tell me what you identity is, what would you say, who is Ublanca
now?
UA: I am an angry black woman on the inside. I mean I have a lot of anger inside me, but
who I really am is a beautiful, intelligent, strong woman who is a child of God. I am
someone who has to do this for my son, for my children and because there is a purpose to all
of this, there has to be. God wouldn’t put me in this position if there wasn’t a purpose. That
is my dream.
HK: Speaking of dreams. Tell me what your dream is. Imagine whatever you want. What
is your dream for the future?
UA: to one day stand in front of a thousand, no a million black women and tell them that
they are strong and that they don’t have to just take things. I would tell them that they can be
whoever they want to be, they don’t need a man. They are beautiful and intelligent.
HK: so, you would have a message that empowers woman to take control over their own
life?
UA: Yes. That is my hope.
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HK: Thank you Ublanca for taking so much time, for having a conversation with me and
being so honest and heartfelt. Let me ask one more questions, what was this process like for
you? Just talking?

UA: Like hell (laughter). No I mean, we are never really given the chance to really talk and
I forget how much pain and hurt I am holding in. You just learn to move forward and be
strong and just deal. You sometimes forget how much pain you hold.
HK: I think we all learn to deal with pain in our own way. Some forgive, some find
meaning and some don’t.
UA: You know having faith and believing that there is a reason for everything can keep you
strong.
HK: You are an inspiration for sure.
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Appendix H: Research Participants
Research Participants Who Have Agreed to Participate

Name
Ublanca Adams
Cassandra Steptoe
“Faith”
“Amber”
Dani J
“Tay”
Geraldine Johnson
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Appendix I: Pilot Study Synthesis and Data Analysis
I had my first conversation at 10:07 AM on October 2 and ended at 11:30AM. It was
a humid and muggy day, especially for San Francisco and I had little idea what a profound
conversation lay ahead of me. Ublanca, who was my first conversation partner, called
several times just to let me now she was on her way and arrived promptly at 10:00AM. We
met in the large and peaceful community room of the agency where I work and we sat on
separate chairs next to one another. Once we both sat down we just began to talk, like we
had done so many times before. I was very fortunate in that Ublanca and I have known each
other for several years and throughout that time we have had many conversations regarding
her life and what it means to be an HIV positive woman of color. In fact, many of the
guiding questions that I used for my research were sparked by a conversation I had with her
in May of 2008. As we started talking I was immediately struck by how tearful and
emotional she got, this was a side to Ublanca that I had never seen until this moment. As we
started to talk, I learned that October 23, 21 days after this interview would mark the 11th
anniversary of the day she found out she was HIV positive. When she shared that part of her
life and story with me, I realized that this conversation would be quite moving and cathartic
for both of us. In the many years that I have worked in social services, I have always been
moved by the unique process that occurs when you become the witness to someone’s pain.
These moments, which from my experience happen occasionally, are an opportunity for
healing. It can be quite a moving experience to be a witness to someone’s pain and
testimony in such a way that the boundaries between self and other lapse. Through the
process of witnessing Ublanca’s pain, I was in a way honoring her struggle, honoring her
incredible perseverance through everything she has been through in her life. As we started to
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talk, I remembered holding in my mind the categories I was addressing in this study:
forgiveness, memory and imagination. I had several goals for the conversation I had. I
wanted to have the reader of this text be able to connect to Ublanca’s story in a meaningful
way and to give hope to other’s who are living with HIV. As long as we view challenges and
struggles as a problem belonging to the other, we are not open to understanding ourselves in
relation to others and seeing how truly interconnected we all are.
The first question I asked Ublanca was something I often ask many women I work
with, I asked her to take me back to the moment she found out she was HIV positive and to
tell me how she felt about herself in that moment. My primary purpose for asking this
question was to really understand how Ublanca remembered in the present moment who she
was in the past. Our memories are recalled when we have the opportunity to give testimony
to them, they remind us that an event did happen in another time and who are in now is
connected to who we were then. Our memory is something that is suddenly evoked when we
remember an event, a person and so forth. The arrival of a memory is thus an event. As she
began to tell me the story of how she found out she was 8-weeks pregnant and HIV positive,
I distinctly remember feeling a sharp pain in my stomach, because I could not imagine what I
would have felt or done in that moment.
Ublanca: I remember I went in this room and you see a social worker, my doctor, another
lady, the little police officer and I was … like what did I do? … What have I done? I
remember my doctor just saying, are you ok? And I said yeah… she was like well you
know… you are 8 weeks along and you are HIV positive. And I had this emptiness I mean I
don’t even remember what my reaction… I didn’t have a reaction.
To have a single moment were every aspect of your life is suddenly not what it once
was, is powerful beyond anything I could capture here. Throughout our conversation, I was
amazed by Ublanca’s level of insight and forgiveness towards those that may have wronged
her in some way. There was a point in our conversation where I asked her if she had
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forgiven her partner for giving her HIV, she responded by saying, “I had to forgive him
because similar to how I grew up, in most black homes you don’t talk about sex in depth…
so I couldn’t really be mad at him… because if you don’t know, if you have no knowledge of
something than you are only acting and doing based on what you feel and on what you
know.” In the several years that I have worked with HIV positive women, there have been
many who were unable to forgive, unable to process the pain. At times I even wonder how I
would feel or if I could forgive if I were living with HIV. When we forgive an act, we are
stating that what the individual who acted against us did was indeed a wrong doing.
Forgiveness is the process of reconciliation and a search for justice. This sense of justice is
also encountered when our history encounters memories from our past, when we remember
things that we had once forgotten. Many of these memories might be painful, but Ricoeur
states that “the appeasement of memory in which forgiveness consists seems to constitute the
final stage in the process of forgetting” (Ricoeur 2004: 412). Ublanca’s candor into why it
was important for her to forgive her partner was very humbling. There were several
moments in our conversation where my understanding suddenly became deeper and I had the
opportunity to gain a new perspective on a topic. There was a moment when I asked Ublanca
if she had an opportunity to talk to a group of young children about HIV and how to protect
themselves, what would she tell them? Ublanca, who leaned back in her chair, looked at me
and said,
Ublanca: I would go in dress to impress and the trivia would be to find something on me that
would make you feel like, this is a person I would not want to sleep with. What about me? I
would give them a good few minutes. I would walk up and down and I would want my arms
to be exposed, my legs to be exposed, I would want as much as my body exposed that would
be appropriate for 7th graders so they can look, I want you to look and find something that
would make you not want to sleep with me. Of course kids like that 3rd degree, they like the
opportunity to try and figure things out. If everybody was to sit back and look at me and then

	
  

132	
  

give me an answer, I am sure it would be Ok well, you got wrinkles, or you got a little bit too
much fat here, but nothing abnormal.
Several things moved me about her response, first her ability to really capture one of
the stereotypes often associated with HIV and the other her cleverness regarding how to
address such a sensitive topic with young children. Many people think that you can tell who
has HIV by looking at them or assuming that if they live a certain lifestyle than they must be
infected. Ublanca’s point that HIV does not have a face or a color is often mute in many
communities. When we as a society begin to see that if one person has HIV then everyone
who has had unprotected sex with that person may have it and so forth, we suddenly realize
that if one person has HIV, it affects all of us. Another thing that struck me about Ublanca’s
response was that many HIV positive women, as self-confident as many of them can be, still
hold the shame and burden of what it means to have this virus inside of their body that others
are terrified of. I have often noticed that many HIV positive women, especially those that
have not yet disclosed their status to friends and family often carry this burden and shame
with them. Many of these women for fear of further stigmatization often do not share their
status with others, allowing this secret to continue to grow within them. I remember a client
of mine once said that HIV is “the dirty little secret we keep from others.” Also realizing
that when we do have secrets that we are afraid others may find out, we never reveal all that
we are to others. I asked Ublanca what it was like for her to finally tell her family she was
positive, did she get the response she anticipated? She responds by talking about when her
mother found out she was HIV positive,
Ublanca: I mean my mother- wow. I remember being at a family event and everyone was
there, my brothers, my mom, everyone. Somehow my mom found out I was positive and she
just announced in front of everybody- you all know that Blanca is dying right? I mean she
thought that this is what I deserved for being with women. Like this is what I get. I never
had her support.
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Reactions such as the one Ublanca illustrates, show the loneliness that many HIV
positive women often feel. As my conversation with Ublanca continued, I was pleased that
many of the concepts I was hoping to get (i.e. forgiveness, memory, an imagination for a
hopeful future) were all covered and explored. There was a beautiful point in our
conversation where I had shared with Ublanca a struggle that I often have when working
with newly diagnosed women. There are many times that I wish I could give them hope, but
never know if what I am saying is enough. I asked her if I had the opportunity to take her
with me the next time I had to work with a newly diagnosed woman what would she say to
them. She responded by saying,
Ublanca: I’ve always told people whatever you are facing and whatever you believe in, right
now you need to tune into that. Tune everything else out and you need to get in touch with
this. And I want you to look at me and know that some of the process that you are going
through, I had to go through in order to stand here and be as beautiful and as healthy as I am.
But get in touch with yourself and be able to ask the questions you need to be able to ask.
In that transcript, Ublanca’s message is that no matter what, we all have that strength
within each of us to move forward in our lives. Similar to the many HIV positive women
that I have worked with, Ublanca found her strength within herself, through her faith in God
and in her ability to forgive. Forgiveness can be possible because of our ability to love, a
concept that Ricoeur states surpasses and exists in everything. Love does not keep score of
wrong or sins that others have committed against us. Love is permanent in everything and
therefore does not exist in the limitations of time, there is nothing that love cannot face
(Ricoeur 2004: 468). Forgiveness also unbinds us from the pain associated with a memory or
an event it can free us to imagine a hopeful future and another way of being. I also think
despite Ublanca’s ability to forgive her partner, forgiveness is a process. We may forgive an
act, but that single act may be connected with many other painful events that have not yet
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been forgiven. When I had asked Ublanca to tell me who she is now, she responded by
saying that she is still “an angry black woman on the inside. I mean I have a lot of anger
inside of me…” However like many HIV women who are also mothers, Ublanca also states
that “I am someone who has to do this for my son… because there is a purpose to all of this,
there has to be.” I think that struggle to find meaning and to see that although HIV may have
reconfigured the identity of many women, they can still be living proof that there is life
beyond of HIV.
One of the final questions I asked Ublanca was if she has a dream and what she has
imagined for her future. She responds by saying that her hope is to one day stand in front of
a million African-American women and to remind them that they are beautiful and intelligent
in their own right. She also hopes to invite women to remain empowered and to take back
control of their own lives. In the process of concluding our conversation together I asked
Ublanca what this process was like for her and if she had gained a new or different insight on
anything. She responded by saying that it was a painful process for her in that she did not
realize how much pain and hurt she was holding on to. That in her life she has learned to just
move forward and be strong and while that is useful, it does not honor the pain that she still
has. When our conversation had concluded and the tape recorder was turned off, Ublanca
tells me that she really hopes I do a good job with this project. I asked her to tell me more,
she replied by saying that she hopes that in writing and sharing the stories of HIV positive
women that people will really understand what it means to be living with HIV, how to
protect themselves and that this virus does not live in just one community. I am reminded of
the short story the “Masque of the Red Death,” written by Edgar Allen Poe. In the story
Prince Prospero along with one thousand other nobles hide in an abbey in order to escape the
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plague that is spreading in their community. One night the Prince decides to through a ball
for all of his guests, upon doing so he finds that in one of the rooms there is a mysterious
guest wearing a skull-like mask. When he approaches this guest to demand his identity, the
prince suddenly falls dead. Enraged by the events, the other guests quickly approach this
masked intruder and remove his costume only to find that it is empty. All the guests then
suddenly contract the plague and die. Although there are many ways to analyze this story,
for me the message is that we cannot escape the realities of life by hiding in an abbey. So
long as we think that HIV only infects those people we, similar to Poe’s characters are living
in an abbey that blinds us from seeing how interconnected we all are. Closing our eyes and
our ears from to the struggles and challenges of those around us does not mean that those
events do not exist. It is only in the process of orienting ourselves towards understanding the
other that we begin to understand who we are.
The three main research categories I used for my analysis were forgiveness, memory
and imagination, with narrative identity being the central conceptual framework. I think
before we can really discuss the three categories listed above, it is important to first develop
an understanding of the concept, narrative identity and the role that it plays in all aspects of
our lives.
Many of the women that I work with in clinic often talk about how HIV has
permeated throughout their lives. Who they were before being diagnosed (preconfiguration), who they are in the present moment (configuration) and how it has effected
what they imagine for their future (re-configuration). Pre-configuration (mimesis1) is the
world of action and is structurally pre-narrative. It is symbolic and contains temporal
features. The world of action can contain within it the answer to: what, why, who, how, with
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whom and against whom. It attempts to understand what a certain action took place.
According to Ricoeur, the pre-configured state is always oriented toward the future and
inherently carries the past (Ricouer 1984:59-64). In the configuration phase (mimesis2), the
events or incidents in a story are transformed. Themes in a story are unified and there is a
sense of ending to a story (Ricouer 1984:66-67). The re-configuration phase (mimesis3)
becomes the intersection between the world of text (i.e. when we read the narrative of HIV
positive women) and the world of the hearer/reader. In a way we can say that the structure of
a story is complete only when we read/hear the text. When we read/hear a story, it always
takes place in the context of pre-understanding and we are interacting with the text as well.
When we read the story of Ublanca for example, we may notice that the theme of forgiveness
has played an integral role in the way in which she understands her future. But in order for
Ublanca or any of us to talk about things in the past we need to recall it from memory.
According to Ricoeur (2004: 6), “nothing comes to the aid of memory as the specific
function of accessing the past.” When the speaker of the text, Ublanca for example, recalls an
event from her past, we as the reader approach her story from a position of preunderstanding, and as we interact with the text, we develop new ways of understanding our
life and the events around us.
Ublanca: I think for me [getting HIV] was God’s way of getting my attention that
something was going on, something was going terrible wrong with my body and I didn’t
know about it. And I already had other children that I had to care for. So it kept me with
that ok, how do I do this, what do I do?
There is probably little doubt that being HIV positive is a transforming process in the
lives of many women. Many women who are positive often struggle with understanding
how this could have happened to them? I think this point is the essential reason for my
research, I really wanted to give the reader an opportunity to see that HIV is not prejudice,
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it can infect anyone. There was a moment in my conversation with Ublanca, where she
beautifully captured her aha moment, when she suddenly realized that HIV could happen
to anyone.
Ublanca: It wasn’t until I went to the jail setting…that I finally got it. And I have to tell
you, I was devastated. Seeing men that I knew from the streets who said they were
straight, but were sleeping in the same bed as another inmate… I put it together. Here
were these guys sleeping with other men inside jail, but on the streets said they were
straight. So I went to the other side of the jail, where the women were, and it was
horrible. I mean you have deputes over there sleeping with them, you have trustees
sleeping with them and you the prostitutes coming right off the streets. And this one goes
home to his wife and these women are going out there and prostituting and it was just out
of control. It changed my mind. This was not just a gay white man’s disease, this is an
everybody’s disease and anybody can get this.
Given all that Ublanca had seen, her depression and the struggle she went through in her
life, I asked her about what role forgiveness had played for her, and if she had every
forgiven her husband for knowingly getting her infected with HIV. She responded by
saying,
Ublanca: But he never up until the day, I mean up until a week before he passed away
never said he was sorry. He never, I never, I guess I always thought I needed that from
him. I needed to hear him say sorry or like be able to tell him that- you did this to me and
he was always, all the way up until the hospital, I remember him saying, you will be with
me until the day death do us part…I forgave him though. I needed to forgive him because
I remember growing up at the age of 11 and was on my own and I had to find my way in
life and in our home we never talked about sex… I had to forgive him because similar to
how I grew up, in most black homes you don’t talk about sex…I really couldn’t be mad at
him.
When we read Ublanca’s story, we are in the process of interacting with this written text.
Her story is not merely the one whose story is told, but she also serves as the reader and the
writer of her own life. Therefore, she is the interpreter, the interpreted and the recipient of
the interpretations. Her story is a form of self-interpretation and self-identity, which is
relevant in terms of how she orients herself in life. Our narrative identities contain harmony
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and dissonance, what is lived and what is told. It configures the world of action and the
world of the reader.
Ublanca’s story, similar to many of the women’s stories I have heard, addresses the
important role that forgiveness has served. Ricouer states that forgiveness is the
“representation of the past on the plane of memory and of history at risk of forgetting”
(Ricouer 2004:457). It is twofold: in one sense, it is the enigma of a fault that has paralyzed
an individual to act as the capable being that he or she is. In reply, it is also the enigma of the
possibility that whatever is paralyzing the individual to act, can be lifted. This twofold
nature is what Ricouer designates as forgiveness and it runs diagonally through our past and
effects all the operations of memory and of history. It places a distinctive mark on forgetting
(Ricouer 2004:457). Forgiveness, similar to memory, history and forgetting, runs on a
horizon and is always in retreat, making forgiving difficult but not impossible (Ricouer
2004:457).
Forgiveness can also lead to hope, which according to Ricoeur is the superabundance
of “meaning as opposed to the abundance of senselessness, of failure, of destruction.”
Hope is the saturation of experience it is a “yes to reality, a love of life” (Wall 2002: 125).
It makes of freedom the passion for the possible against the sad meditation on the
irrevocable. The passion or the quest for the possible is the answer of hope (Wall 2002:
125). Gadamer states that hope is the first gesture in hermeneutic conversation- the hope
that the word spoken can reach the other (Risser 1997:278).
Many of the women I work with at clinic talk about what it was like when they first
found out they were HIV- positive, they discuss how that news gave them a new
understanding of what their life meant, what their future could be like and how living life
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had a new understanding for them. Ricoeur talks about the duality of time, stating that
there exists two things in one and the same time. “The order of time or time as an order
therefore provides the relational categories with the helpful schemata of permanence in
time” (Ricoeur 1986:43). When a woman in our program first finds out that she is HIV
positive, in that moment in time her understanding of her status is based on every moment
in her past history. Her hope for her future and her understanding of how her life has been
and will become is also influenced by hearing what her status is. To better illustrate this
example, I have included part of my conversation with Ublanca,
Ublanca: So I walked in there [referring to the clinic] …I remember I went in this room
and you see a social worker, my doctor, another lady the little police officer and I was like
wait a minute am I under arrest? Like what did I do? You know, what have I done? And
I remember my doctor just saying, “are you okay?” and I said, yeah I feel good… so she
was like, well you know I am here to tell you that you are pregnant and you are 8 weeks
along and you are HIV positive. And I had this emptiness, I mean I don’t even remember
what my reaction, I mean I didn’t even give a reaction. Like I was just numb. I was just,
it was just like I felt like everything inside of me, it just confirmed everything that I was
feeling inside of me. Everything that I had seen on the billboards it just all kid of added
up and it just sort of made sense. So I am still like in awe. So I am wondering, so why
did you need all these people in the room to tell me this?
Spoken word and the sharing of stories can help others in our community imagine a
different way; it helps communicate our worlds, our history and our future. The broadening
of understanding is the necessary consequence of language. Language is an integral part of
understanding our past and can give us hope for the future. When we look at language we
may also note the kinship relationship between the words forgiving and giving. The
correlation “between the gift and the counter-gift” of exchange seems to reinforce Ricoeur’s
hypothesis that the request for and the offer of forgiveness balance one another in a
horizontal relation (Ricouer 2004:458). The problem of forgiveness, according to Ricoeur is
to “recover the heart of the horizontal relation of exchange, the vertical asymmetry inherent
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in the initial equation of forgiveness” (Ricouer 2004:457). In other words, realizing that
there is an unequal exchange that is at the heart of selfhood. Said another way, let’s imagine
looking at forgiveness as the stage of exchange. Ricoeur asks, “Has anyone asked us for
forgiveness?” He states that this very question presupposes that if an individual asks for
forgiveness, there would have been an acceptable answer. This assumption is directly
opposed to the primary characteristic of forgiveness. Forgiveness is unconditional (Ricouer
2004:478). What about forgiveness of self? Does there always have to be another requesting
forgiveness, or can this exchange also occur towards the self? Kearney states that,
forgiveness should be granted without the condition of a prior request. There does exist
something like a correlation between forgiveness requested and forgiveness granted. This
belief shifts fault from the unilateral sphere of guilt and punishment into the sphere of
exchange (Manoussakis 2006: 439).
Ricouer also states that it is important to not look at forgiveness as a gift or something
that one gives another. Giving obliges giving back; giving secretly creates inequality by
placing the givers in a position of condescending superiority; giving ties the beneficiary,
placing him or her under obligation, the obligation to be grateful; giving crushes the
beneficiary under the weight of a debt he cannot repay (Ricouer 2004:478). Instead of
looking at forgiveness as an exchange that happens between self and another, we can first
start by imagining oneself in another. In other words, realizing that self only exists in
relation to the other. When we see ourselves for example in relation to those diagnosed with
HIV/AIDS we can begin to imagine a collective future that has hope. Tied into a collective
future that has hope, is imagination and the role it plays in fostering a different way of being.
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There was a moment in my conversation with Ublanca where I had asked her what was
helped her move forward in her life in a positive way? (i.e. going to school, taking care of her
children) She stated that for her, “I always felt like life has to go on, either we make it or we
don’t, but life goes on one way or another.” She later went on to state that “I really am a
beautiful, intelligent, strong woman who is a child of God. I am someone who has to do this
for my son, for my children and because there is a purpose to all of this, there has to be. God
wouldn’t put me in this position if there wasn’t a purpose.” This sense of purpose and
meaning for Ublanca comes through imagining another possibility. Kearney (1998:1) writes
that imagination is a gift for human experience and is essentially at the heart of our existence.
He states that we would not be human without it. Our ability to convert what is absence into
presence, creating actuality into possibility and creating something other than what is are all
part of our imagination. When Ublanca was asked what she imagined for her future, she
stated
Ublanca: To one day stand in front of a thousand, no a million black women and tell them
that they are strong and that they don’t have to just take things. I would tell them that they
can be whoever they want to be, they don’t need a man. They are beautiful and intelligent.
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Appendix J: IRBPHS Approval
April 2, 2009
Dear Hamaseh Kianfar:
The Institutional Review Board for the Protection of Human Subjects (IRBPHS) at the University of
San Francisco (USF) has reviewed your request for human subjects approval regarding your study.
Your application has been approved by the committee (IRBPHS #09-028). Please note the following:
1. Approval expires twelve (12) months from the dated noted above. At that
time, if you are still in collecting data from human subjects, you must file
a renewal application.
2. Any modifications to the research protocol or changes in instrumentation
(including wording of items) must be communicated to the IRBPHS.
Re-submission of an application may be required at that time.
3. Any adverse reactions or complications on the part of participants must
be reported (in writing) to the IRBPHS within ten (10) working days.
If you have any questions, please contact the IRBPHS at (415) 422-6091.
On behalf of the IRBPHS committee, I wish you much success in your research.
Sincerely,
Terence Patterson, EdD, ABPP
Chair, Institutional Review Board for the Protection of Human Subjects
IRBPHS University of San Francisco
Counseling Psychology Department
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